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ABSTRACT 
Background 
Australian Aboriginal people experience at least eight times the incidence of chronic 
kidney disease progressing to end-stage kidney disease than non-Aboriginal 
Australians. In rural and remote regions, people are often forced to relocate to 
regional centres for life-sustaining renal dialysis. No previous studies in rural 
Australia have explored the experience of rural Aboriginal patients accessing 
haemodialysis and renal services. Evidence in this thesis shows treatment is 
causing avoidable distress, and systems are not efficient. The study analyses 
qualitative data from patients and providers of treatment, to inform health service 
improvement.  
Goal: This project aimed to identify from patients’ and providers’ experience with the 
system, how service delivery for Aboriginal people receiving haemodialysis in a rural 
region of New South Wales, Australia might be improved.  
Methods 
This qualitative study, guided by an Indigenist research paradigm, used principles of 
community-based participatory research methods. In-depth interviews were 
conducted with a sample of 18 Aboriginal haemodialysis recipients, recruited by 
snowballing. Semi-structured interviews were used with a purposive sample of 29 
health professionals providing treatment or professional support for this population. 
Service provider interviews were guided by three brief case studies based on the 
Aboriginal patients’ stories.   
Results 
Thematic analysis of the patient stories revealed ‘family’ to be the overall motivator 
for people to persevere with haemodialysis. Analysis of service providers’ data 
identified that improvement to services will not occur unless a lack of cultural 
understanding is addressed at the system level.   
 
Comparison of both data sets revealed significant congruence from both Aboriginal 
and provider perspectives. Both said a more family-focussed and culturally shaped 
model of care was needed. A combined thematic analysis was performed by 
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analysing the whole data set. This produced a supervening theme of Avoiding the 
‘costly’ crisis. A set of four sub-themes contributed to this. These were: better 
screening for early detection; flexible family-focussed care; system redesign to 
demonstrate cultural understanding; and managing patient fear of mainstream 
services. These lead strategies for significant reductions in the cost of acute hospital 
services, but also could reduce the physical, social, emotional and spiritual ‘costs’ to 
Aboriginal renal patients, their families and communities.   
 
Patients and providers both identified institutional racism within service delivery 
models and hospitals as a major barrier to effective care for Aboriginal renal 
patients. This study found minimal racism at the individual level, with both 
participant groups demonstrating motivation and goodwill for improved relationships 
and better understanding between them. Health system redesign and delivery 
mechanisms that can meet patient and provider perceptions of culturally acceptable 
care emerged as the greatest challenges, with, however, significant potential to 
improve quality of care and outcomes.  
Conclusion 
Health services need to address less than optimal services for rural Aboriginal 
patients being treated for renal disease within these mainstream health services. 
Without this, there can be little improvement in their experience or treatment 
outcomes. Addressing residual institutionalised racism, reflected in service design 
and delivery, and being cognisant of the ongoing effects of past overt racism 
experienced by Aboriginal people within mainstream health services will provide 
more culturally competent and effective treatment and care.  
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PROLOGUE 
I need to begin this thesis by telling the story of the origins and motivation for this 
research, the seeds of which were planted when I was a child growing up in the 
almost exclusively ‘white’-dominated society of Tasmania in the1960s. My early 
schooling taught me nothing of the history of Australia or Tasmania prior to 
colonisation by Europeans, and failed to provide even the hint of an explanation as 
to why I had no contact with Tasmanian Aboriginal people. As a child I longed for 
knowledge about the Aboriginal people who inhabited Tasmania for thousands of 
years prior to the arrival of the English colonisers with their guns, disease and 
convicts. I would often spend time alone in the bush daydreaming about life before 
the arrival of white people. Somehow, I intuitively rejected the claims of ‘white’ 
Tasmanians that Aboriginal people had died out with the death of Truganini, the 
supposed last Tasmanian Aboriginal woman who died in Hobart in 1876. 
Fast forward to the 1990s, most of which I spent in the Northern Territory. Through 
my husband’s work as a tour guide, we became closely acquainted with several 
families belonging to the Gagadju Nation, the traditional owners of Kakadu National 
Park. I soon learned that each family had at least one member who was suffering 
chronic kidney disease and needed to relocate to Darwin for dialysis. At that time I 
was stunned at the high numbers of Aboriginal people I was hearing about with 
kidney disease. Then my own husband was struck down with an acute renal crisis 
while we were living in Darwin, and the devastating diagnosis of his hereditary form 
of chronic kidney disease (autosomal dominant polycystic kidney disease) was 
made around the turn of the century.   
Fast forward again to the mid 2000s when, having completed a Bachelor of Nursing 
with Honours, and my post-graduate year in general nursing, I began working as a 
specialist renal nurse in a busy tertiary renal unit in a regional town in New South 
Wales. Once again, I was shocked at the over-representation of Aboriginal people in 
my patient load and reflected on how this related to the plight of the remote 
Aboriginal families we had befriended in the Northern Territory a decade previously. 
Almost 20% of people receiving haemodialysis in that unit were Aboriginal and most 
were at least 20–30 years younger that their non-Aboriginal counterparts. As I was 
witnessing their distress and fear of interaction with the renal staff and the hospital 
PDF compression, OCR, web optimization using a watermarked evaluation copy of CVISION PDFCompressor
xv 
 
environment as a whole, I became increasingly curious as to what was going on. On 
every shift I saw the challenges facing Aboriginal people, forced to spend every 
second day connected to a dialysis machine in an alien biomedical environment, 
isolated from their own families and their own culture.   
Several years of yarning and developing deepening relationships with these patients 
and their families convinced me that something had to be done to address this 
appalling situation. Talking informally with staff, I also began to realise how difficult it 
was for many clinicians to work with their Aboriginal patients in the dialysis setting 
and became aware of the shortfalls in the cultural knowledge and experience of 
many clinicians. There was much negative talk about our Aboriginal patients. I 
witnessed their judgement of Aboriginal people’s lifestyles and ‘non-compliance’ 
with their treatment. At times I saw a form of ‘victim blaming’ where Aboriginal 
patients were deemed at fault for their renal failure and need for dialysis. I knew that 
the same ‘blaming’ did not appear to be happening for our white dialysis patients, 
despite several being absolutely ‘non-compliant’ with their treatment and missing 
dialysis sessions with no prior notice.  
I began writing in a journal about this issue and trying to reflect on what was 
happening. Having discovered a passion for research during my Honours year after 
graduating as a registered nurse, and realising that attaining First Class Honours 
would allow me to go straight on to PhD studies, the scene was set for me to 
undertake the research reported in this thesis. Once I had made the decision to 
tackle this project, it became crucial to find an appropriate methodology that would 
enable me to conduct research with Aboriginal people in my dual roles as one of 
their renal nurses and a researcher. Complicating this was my third role or research 
lens through which I viewed the topic, i.e. as the wife of a man with chronic kidney 
disease, requiring that I separate or minimise my own experience and the potential 
for my own biases to compromise the rigour of the study. This issue was actually 
resolved as a result of the strong relationships I was able to build with my Aboriginal 
patients, their families and several local Elders, the expertise and knowledge of my 
supervisory team, and through reading the seminal work of inspirational Indigenous 
researchers. 
It is my great hope that this work will contribute to real and practical change to the 
health system that can improve the experience of renal services for the Aboriginal 
people of this rural region and beyond.   
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1.  INTRODUCTION 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
‘Who can hear the voice of the colonized? 
Who might listen with authenticity, with 
sensitivity, with an open mind’ (1) 
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1.1 Introduction 
When I started work in a busy tertiary renal unit I met Lizzie, a 30-something 
Aboriginal woman and long-term dialysis patient. I had been pre-warned by nurse 
colleagues that Lizzie was an extremely ‘difficult’ patient with complex family, social 
and health problems, creating ‘a lot of work’ if you were the ‘unfortunate’ nurse to be 
assigned her for the shift. These anecdotes made me wary and almost fearful of 
meeting Lizzie. When I did, however, I was immediately drawn to this proud and 
strikingly attractive Aboriginal woman with her huge smile and feisty approach to all 
she came into contact with. Despite her history of chronic disease from the age of 
two (resulting in starting dialysis by her teens), dysfunctional relationships and 
social and economic disadvantage, she always had a kind word and showed 
concern for other patients and several nurses with whom she had built positive 
relationships. Seeing the disconnect between Lizzie and the majority of renal staff 
caring for her initiated my curiosity about what I was witnessing and my desire to 
find ways to improve her people’s experience of receiving dialysis in rural Australia. 
 
In this opening chapter I describe the rationale behind this thesis before stating the 
study aims and research questions. This is followed by a snapshot of the current 
poor state of Indigenous people’s health globally. The historical precursors to the 
poor health status of Indigenous people in Australia and similar nations where 
European colonisation has occurred are presented and information provided on the 
disparities or ‘gap’ between Australian Aboriginal and non-Aboriginal people’s 
health. Details of the rising incidence of chronic disease, including renal disease, 
specifically in Aboriginal populations, is provided, with a focus on qualitative work 
done with Aboriginal people requiring renal replacement therapy (RRT) in Australia.   
 
The literature addressing cultural safety and competence for Aboriginal people 
within mainstream health services is reviewed in general, and then specifically for 
renal patients. Cultural awareness and competency training for healthcare providers 
is also discussed. This chapter concludes with literature suggesting that the impact 
of racism and power imbalances within health institutions compromises Aboriginal 
patients’ cultural safety and treatment within mainstream health services.  
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1.2 Why conduct this study? 
Commencement of haemodialysis (HD) therapy has a serious and often 
overwhelming impact on the lives of all renal patients and their families (2).  
Australian Aboriginal people commencing HD therapy are often younger, with 
poorer survival rates than the non-Aboriginal population, and are almost four times 
more likely to die with chronic kidney disease (CKD) (3). In rural and remote 
communities, Aboriginal patients are often forced to either relocate or travel long 
distances to access treatment (4). This removal from family and land is often 
perceived as having a greater negative impact than the illness itself, with many 
Aboriginal HD patients experiencing high levels of emotional trauma and loneliness 
(5).  
 
Patients on HD are required to form (often) life-long relationships with the staff of 
their treating renal units (6). These relationships are the vehicle for transferring 
information and can be educative as well as therapeutic in nature (7).  
Communication among people with different languages and across cultures 
regarding health is often difficult, and miscommunication can contribute to 
healthcare disparities (8, 9). In order for healthcare professionals to communicate 
effectively in a culturally sensitive manner with Aboriginal patients about their end-
stage kidney disease (ESKD) and treatment, there needs to be a process that 
enables opportunities for feedback to ensure comprehension of that information 
using ‘two-way’ communication (5, 10). By ‘two-way’, I am referring to the need for a 
shared understanding of issues that are of importance to patients and their families 
and the expert knowledge of their clinicians. This requires both parties to listen to 
one another and the ability to discuss differences and commonalities. Effective 
communication correlates with improved outcomes. However, professional 
language used and cultural barriers can negatively impact on communication, 
resulting in less than optimal outcomes (11). A better understanding of the 
experiences and perspectives of Aboriginal people can inform interventions and 
strategies to improve health, treatment and quality of life outcomes (11, 12).  
 
My own experience as a renal nurse, which led to this research, has taught me that 
when these relationships and logistics do not work well, the resulting 
disempowerment and dislocation in patients’ lives can have a devastating effect on 
their already compromised health and relationships. Anecdotal feedback from a 
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number of Aboriginal renal patients in this rural region confirmed that they are 
challenged by accessing renal services. There appears to be a lack of initiatives 
within health organisations to address issues of culture and to improve 
communication. Patients often voiced their opinion that receiving treatment is yet 
another form of institutionalised racism, and were concerned that unless there is 
positive change, Aboriginal people will continue to avoid renal services. This is 
despite the consequences of late diagnosis, crisis commencement of HD and the 
associated high levels of morbidity and mortality that follow.  
 
There are different challenges for Aboriginal people who reside in remote, rural and 
metropolitan areas. Access to healthcare, provision of services, and variance in 
traditional beliefs and lifestyles lived in each area all shape issues faced by 
Aboriginal renal patients. The challenges facing Aboriginal people receiving HD in 
both remote and metropolitan areas have been well-researched previously using 
qualitative methods (11, 13-15). There is, however, a gap in the knowledge about 
services provided for, and the experience of Aboriginal HD recipients in rural and 
regional areas. This project therefore addresses shortfalls in this knowledge by 
gathering and analysing the perspectives of rural-dwelling Aboriginal renal patients 
in northern coastal New South Wales (NSW), and their service providers.  
 
1.3 Benefits of patient and services provider perspectives 
Research incorporating the perspectives of patients and their healthcare providers 
can make significant and worthwhile contributions to improving service delivery and 
guiding culturally appropriate and accessible care for minority cultural groups (16).  
Qualitative research is a valuable tool in informing service delivery and formulating 
strategies to guide and improve evidence-based practice within healthcare (17).   
 
A 2006 study found conflicting expectations between remote-living Aboriginal 
patients and healthcare providers about who was ultimately responsible for patients 
who did not comply with treatment. The findings focussed on health services’ 
motivation and ability to build strong relationships and shared understanding 
between Aboriginal patients and healthcare providers (18).   
 
Correcting healthcare disparities for vulnerable minority groups can be informed by 
the insights of the experts at the ‘coal face’, that is, the patients themselves and 
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those involved in their diagnosis, treatment and care (10, 19). Triangulating data 
from the perspectives of consumers and providers provides a comprehensive view 
of care and treatment programmes, exposing areas in need of improvement in 
service delivery (20). Finding concordance between treatment and care goals of 
patients and clinicians is known to positively influence both the treatment process 
and outcomes (21). 
 
1.4 Aim  
To inform health system improvement of rural renal services for Aboriginal people 
by synthesising evidence from rurally located Aboriginal haemodialysis patients and 
their healthcare providers. 
1.4.1 Research questions 
1. What are the experiences and perceptions of Aboriginal people receiving 
haemodialysis in rural/regional NSW? 
2. What are their service providers’ perceptions, attitudes and beliefs about 
working with Aboriginal people on haemodialysis in rural/regional NSW? 
3. How can the synthesis and comparison of these two perspectives inform 
improvement of service delivery for rural/regional Aboriginal people receiving 
haemodialysis? 
 
1.5 Indigenous Health: from across the planet, common stories of 
invasion and sorrow 
It is well-established that Australia’s history of colonisation has much in common 
with those of other developed nations, with a large body of literature now addressing 
the devastating effects of invasion and colonisation on Indigenous people (22-26). 
The poor health status of Indigenous people can be directly linked back to 
colonisation by Europeans in much of the developed world (22, 27-30). The reasons 
for this are complex and vary among nations, geographic locations and political 
boundaries. However, it is accepted that the poor health status of Indigenous people 
shares similar origins and outcomes (25, 31-34).  
 
The impact of European colonisation on Indigenous people globally has included 
dispossession of land (35), loss of culture (33), loss of language (22), deleterious 
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dietary changes and removal of children from families (26). History has been 
proposed as a determinant of the contemporary health status of Indigenous people 
by scholars from many disciplines and from a range of perspectives (36). Much of 
the burden of ill health suffered by Indigenous people today can be traced directly 
back to colonisation (24). The lifestyles that had sustained Indigenous people for 
tens of thousands of years, including food sources, family structures and tribal 
connections, were permanently disrupted (37). Research has shown that symptoms 
of post-traumatic stress from these events may be transmitted across generations 
(38, 39). 
 
This quote appears on the World Health Organization (WHO) website (23) 
introducing the health of Indigenous people: ‘Indigenous peoples remain on the 
margins of society: they are poorer, less educated, die at a younger age, are much 
more likely to commit suicide, and are generally in worse health than the rest of the 
population’ (p10). 
1.5.1 Parallels in health status for North American, New Zealand and 
Australian Indigenous people  
The United States, Canada, New Zealand and Australia are all developed nations 
colonised by European settlers. The majority of the populations of these countries 
experience higher living standards than populations living in less developed or third 
world nations. The Indigenous people of these countries, however, have differing 
socio-demographic levels and trends in health. They all experience poorer health 
status than non-Indigenous populations, with considerable gaps in life expectancy 
(25, 27). Indigenous people of the United States, Canada and New Zealand have 
shorter life expectancies than non-Indigenous residents. However, the estimated life 
expectancy of Australian Aboriginal people is considerably lower than similar 
populations in New Zealand and North America (40-42). In Australia the age at 
which Aboriginal people die is 15–20 years below the national average (43, 44).   
 
Inequalities in life expectancy between Aboriginal and non-Aboriginal Australians 
have been the subject of much literature (36, 45-47). However, none of this has 
succeeded in creating significant change; nor can these gaps be explained solely in 
medical or physiological terms. Indigenous people continue to be affected by 
adverse social and cultural experiences. While there is considerable variance 
among nations, parallel impacts on health remain (48). Racism, and lack of 
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education and employment opportunities are commonly experienced by the 
Indigenous people from these similar developed countries (26, 33, 39).  
 
Indigenous people from many nations share a belief in the deep interconnection or 
relationality of life. According to Wilson (31), ‘All things are related and therefore 
relevant’ (p.80). The connection between people and their land is viewed as being 
crucial to health and well-being across nations (49). There have been comparable 
distress and trauma experienced by Indigenous people from these countries, with 
the breaking of that connection to land, subsequent to the arrival of Europeans and 
the resulting dispossession suffered by their ancestors (28). These recurring 
commonalities in health status, with high levels of early morbidity and chronic 
disease and less than optimal health outcomes, appear consistently in the literature 
on the health of Indigenous people from First World nations (24, 28). 
1.5.2 Australian Aboriginal world view – ‘All things are connected’ 
In common with many Indigenous people, Australian Aboriginal people believe that 
all of life has an integral ‘connectedness’ (31, 50). This view is at the heart of their 
world view, with connection to people (kin) and place (country) giving positive 
meaning and support to their lives (38, 49). Connection to country incorporates a 
sense of belonging to places where social connection to others and cultural 
traditions occur (39). The breaking of this connection is directly related to loss of 
well-being and illness (49). Connection to family, community, animals and plants are 
all related to physical, emotional and spiritual health (50, 51). There is also a 
connection to those who came before – the ancestors – giving a sense of communal 
ownership and connection to land and community (52). In the past, Aboriginal 
people had an intimate spiritual relationship with land and a detailed knowledge of 
all other life forms, feeling that they shared a ‘sameness of life essence’ with all of 
nature (38). 
 
The European view of land ownership by individuals for their own personal gain has 
been integral in breaking this ‘connectedness’ of Aboriginal life. This disconnection, 
therefore, has had a negative impact on the well-being of individuals and 
communities, resulting in disempowerment and disease (36).   
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1.5.3 Aboriginal versus Western definitions of health  
At this point it is valuable to compare definitions of health which illustrate the way 
Aboriginal people view their world and how this contrasts with ‘Western’ definitions. 
 
Aboriginal health is not just the physical well-being of an individual 
but is the social, emotional and cultural well-being of the whole 
community in which each individual is able to achieve their full 
potential thereby bringing about the total well-being of their 
community. It is a whole-of-life view and includes the cyclical 
concept of life-death-life. Health to Aboriginal peoples is a matter of 
determining all aspects of their life, including control over their 
physical environment, of dignity, of community self-esteem, and of 
justice. It is not merely a matter of the provision of doctors, hospitals, 
medicines or the absence of disease and incapacity (53) p.9. 
 
This definition diverges from the Western definition which can also be viewed as 
holistic, but is individualistic. The individual’s body, mind and interaction with the 
world are generally viewed as separate: ‘Health is a state of complete physical, 
mental and social well-being and not merely the absence of disease or infirmity’ (54) 
p.100.  These two definitions demonstrate clearly the divergence in views between 
Aboriginal and Western concepts of health and well-being. For Aboriginal people, 
health is dependent on the interconnection of individuals and their communities, and 
incorporates cultural, social and emotional well-being. Inclusion of dignity, self-
esteem and justice, perhaps taken for granted in a Western view, needs to be 
emphasised. A ‘whole of life’ focus illustrates Aboriginal people’s belief in the 
interconnection of life as the core of their world view.  
1.5.4 Australian Aboriginal health 
Aboriginal people experience the worst health outcomes and disparities of any 
cultural group in Australia (40). Rates of morbidity and mortality from serious chronic 
disease are some of the highest among Indigenous people globally (34). A series of 
papers published in The Lancet in 2009 cited the health status of Australian 
Aboriginal people as among the poorest of all Indigenous people from colonised 
nations (28, 33). Despite research aimed at addressing this over many decades, 
and despite high-profile government policies and programmes aiming to ‘close the 
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gap’, disparities between mortality and morbidity statistics for Aboriginal and non-
Aboriginal Australians remain (40). Australian Aboriginal people continue to suffer 
one of the greatest gaps in health equality, compared with non-Aboriginal people of 
any group in developed nations today (55).  
1.5.5 Social determinants of health 
Dr. Lowitja (Lois) O’Donoghue is an Australian Aboriginal woman, born in 1932 in a 
remote Aboriginal community. After a protracted struggle to gain admission to 
nursing training, she became the first Aboriginal nurse in South Australia. In 1976, 
she was the first Aboriginal woman to be awarded an Order of Australia. In 1983 she 
was honoured with the award of a Commander of the British Empire (CBE) and in 
1984 she was made Australian of the Year (56, 57). She said: 
Aboriginal culture has been subjected to the most profound shocks 
and changes. It is a history of brutality and bloodshed. The assault 
on Aboriginal people includes massacres, diseases, dispossession 
and dispersal from the land ... I cannot overstate the traumatic 
consequences of policy and the destruction of Aboriginal and 
community life that resulted (58) (p. 14). 
Socioeconomic disadvantage is the norm for Aboriginal communities, with low 
employment and inadequate incomes impacting on other aspects of life (36). The 
consequences include marginalisation, low educational achievement, overcrowding 
and poor nutrition, all of which decrease physical, emotional, spiritual and mental 
health (26, 59). Inequalities in health have their origins in inequalities in society (60).  
According to Michael Marmot, chair of the Commission on Social Determinants of 
Health at the World Health Organization, ‘health is dependent on conditions that 
enable people to live lives they would choose to live’ (61) (p. 512). 
There is a clear relationship between social disadvantage and ill health. In the 
Australian context, this can now be directly related to dispossession, poverty and 
powerlessness, which are demonstrated by poorer levels of education, employment 
and incomes (62, 63).   
Figure 1.1 charts the social determinants of health, as these have been determined 
by the Commission on Social Determinants of Health, WHO.  
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Figure 1.1:  Commission on Social Determinants of Health framework linking social 
determinants of health and distribution of health. Source: WHO 2008 (64)(p 43) 
 
1.5.6 Morbidity and mortality 
Morbidity and mortality outcomes for Aboriginal people have demonstrated 
disparities with non-Aboriginal Australians since recording of statistics for Aboriginal 
health began. A study in the Northern Territory found that while disparities in 
mortality statistics have narrowed in recent times, the burden of disease has 
increased, with a substantial increase in the prevalence and severity of non-fatal 
conditions (65). Aboriginal people from all areas of Australia are experiencing this 
trend towards living longer but with less quality of life, due to increasing morbidity 
attributable to the very large increase in chronic diseases, such as type 2 diabetes 
and kidney disease (65). Despite recent reductions in Aboriginal mortality rates (66), 
deaths attributable to chronic disease are 2–3 times higher than in non-Aboriginal 
Australians, with diabetes-related mortality rates 6–7 times higher (40). 
1.5.7 Chronic disease 
Studies have shown that susceptibility to chronic disease can be determined by 
early life events. The Adverse Childhoods and INTERHEART studies demonstrated 
that adverse experiences in childhood have a linear relationship with the 
development of cardiovascular disease in later life (67, 68). Exposure to trauma is 
now integrally linked to chronic disease in Indigenous people. For example, Native 
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Americans have five times the risk of experiencing adverse childhood experiences, 
and have the highest incidence of vascular diseases in the United States (27). 
 
Levels of chronic disease are rising worldwide, with a large proportion of these 
conditions considered to be avoidable. At least 50% of Aboriginal people in Australia 
have one or more chronic diseases and experience onset of these conditions at a 
younger age. This contributes to approximately 80% of premature mortality (40, 69).  
High rates of vascular disease in Australian Aboriginal populations, including 
diabetes, hypertension and renal disease, are an increasing problem for all 
Aboriginal communities (70). Compared with non-Aboriginal Australians, Aboriginal 
people have higher mortality from diabetes (14 times), chronic kidney disease (8 
times) and heart disease (5 times) (71). The majority of Aboriginal Australians 
diagnosed with diabetes have type 2 diabetes (98–99%) and develop the disease 
earlier than non-Aboriginal people (40, 70).   
 
The rise in the incidence of chronic diseases in the Aboriginal population has been 
remarkably rapid. Two to three generations ago, chronic diseases were less 
common. However, they now contribute to the majority of disparities in mortality 
(72). There is much literature addressing the complexity of causality in the epidemic 
proportions of chronic diseases experienced by Indigenous people. An overall 
theme arising from the scholarly work oriented towards the social sciences is the 
devastating interruption to the interconnection of life as a result of colonisation by 
European invaders and settlers (36, 37, 73). The mechanism for this can now be 
explained biologically using epigenetics, which is defined as ‘the study of the 
heritable changes in gene expression that occur without a change in DNA 
sequence’ (74) (p.298).   
 
Epigenetic theory may explain how environmental factors in the womb and early life 
can alter or modify the genetic blueprint and change the life course of individuals 
(75). This relatively new knowledge is most relevant to Aboriginal Australians who 
suffer damaging environmental factors in utero and during early life, and begins to 
explain the causation of  the current epidemic of chronic disease and early mortality 
experienced by the majority of Aboriginal people (76, 77).  
 
Lifestyle factors that contribute to chronic disease are often the key to  reducing 
disease progression and levels of morbidity (71). Even though the history of 
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colonisation and subsequent social disadvantage have resulted in a genetic 
susceptibility (75), there remains a culture of judgement within the health 
professions. Aboriginal people with chronic diseases are ‘blamed’ for their disease, 
despite the damaging Western health and lifestyle options marketed to Aboriginal 
people via popular media and the increasing availability of cheap, unhealthy fast 
foods. Aboriginal people are viewed as ‘non-compliant’ with lifestyle changes and 
treatment, thereby insinuating their disease and mortality must be of their own 
making (78). This culture of judgement of the individual with a potentially avoidable 
disease overlooks the social determinants of health and the fact that for many 
Aboriginal children, their predisposition to chronic disease may have begun in utero 
(37) (p. 133).   
 
A recent paper eliciting the perspectives of a variety of Indigenous scholars on 
diabetes and its impact on their people stressed the impact of disconnection from 
cultural roots as ‘manifest in negative health outcomes such as  widespread 
diabetes’  (79) p.57. This ‘cultural detachment’ is shown in a loss of connection to 
land, and separation from people, traditional food, language and stories (79). Aspin 
et al’s 2012 paper reporting qualitative interviews with 19 Aboriginal people living in 
urban or rural settings regarding their chronic disease identified the following factors 
as negative influences on their disease: poor access to culturally appropriate health 
services; dislocation from cultural support systems; exposure to racism; poor 
communication with healthcare professionals; and economic hardship. The authors 
concluded that mainstream health services struggled to meet the cultural needs of 
Aboriginal people suffering chronic disease and failed to recognise the wealth of 
traditional and cultural knowledge brought by patients to their health and illness. 
Doing so and incorporating that knowledge into planning of care and support 
programmes for Aboriginal people with chronic disease may achieve major 
improvements (78). 
 
1.6 Antecedents to poor kidney health in Australian Aborigines 
The increasingly high incidence of end-stage kidney disease (ESKD) in Aboriginal 
populations is linked to rising levels of chronic disease, specifically the epidemic of 
type 2 diabetes (80). The majority of Aboriginal Australians diagnosed with diabetes 
(98–99%) have type 2 diabetes and develop the disease earlier than non-Aboriginal 
people (40, 70).  Approximately 60% of Australian Aboriginal people commencing 
PDF compression, OCR, web optimization using a watermarked evaluation copy of CVISION PDFCompressor
13 
 
dialysis have diabetes (3). There is a complex causal chain of events contributing to 
the excessive prevalence of CKD, leading to higher numbers of Aboriginal 
Australians experiencing ESKD than non-Aboriginal Australians (81). The leading 
causes are diabetic nephropathy, hypertension and primary glomerulonephritis, with 
47% of ESKD in Aboriginal Australians resulting from diabetes, compared with 17% 
in non-Aboriginal Australians (82) (Figure 1.2). It is believed that the causal chain 
may start even before birth, with low birth weight and reduced nephron mass being 
common, leaving the kidneys vulnerable to damage resulting from hypertension and 
diabetes (80-82).   
 
 
Figure 1.2: Disease causes of new cases of treated end-stage kidney disease, by 
Indigenous status, 2007–2008. Source: Australian Institute of Health and Welfare (AIHW) 
analysis of Australian and New Zealand Dialysis and Transplantation (ANZDATA) Registry 
data (3) 
  
In 2004 Cass and his co-authors provided a detailed explanation of the excess 
burden of renal disease in Aboriginal populations. They explored four hypothesised 
reasons: primary renal disease explanations; genetic explanations; early 
development explanations; and socio-economic explanations (80). They found that 
these hypotheses do indeed contribute to the over-representation of Aboriginal 
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people with kidney disease and proposed a life-course approach to prevention of 
ESKD as the most effective for reducing the burden of this disease in Aboriginal 
communities. They found individual-level interventions to be insufficient, 
recommending community-based interventions in partnership with Aboriginal 
communities with a primary, secondary and tertiary level focus that can make an 
impact on reducing ESKD in Aboriginal people. Primary strategies aimed at 
breaking the causal chain included: 
 
 improved access to high-quality antenatal services 
 screening and intensive management of diabetes in pregnancy 
 prevention of obesity in early childhood 
 increased participation in primary, secondary and tertiary education 
 food supply initiatives to improve access to affordable healthy food 
 intensive nutrition and physical activity programmes to delay or prevent the 
onset of diabetes in people with impaired glucose tolerance.  
 
Importantly, this work found direct and indirect linkages between social 
disadvantage and renal damage, with strong evidence that endemic and epidemic 
streptococcal skin infection caused by overcrowded housing conditions is 
responsible for acute post-streptococcal glomerulonephritis. This condition in 
childhood is known to increase risk factors for development of renal disease in 
adults by six times (83). They also cited links to intergenerational damaging health 
behaviours, such as smoking and obesity, as contributing factors. The role of 
smoking is highlighted, with its contribution to intergenerational transfer of risk for 
ESKD via maternal smoking, impaired nephron development, albuminuria and 
abnormal renal function (80). 
 
While the incidence of kidney disease is considerably higher in remote, compared 
with rural and urban dwelling Aboriginal people, there is still significantly more 
ESKD in all Aboriginal communities (84, 85), with poor Aboriginal treatment 
outcomes in all regions. A strong causal link between socio-economic disadvantage 
and CKD has been identified in Australia (86). To give an example, control of 
hypertension using a combination of antihypertensive medications is known to slow 
or even reverse disease progression (87). However, patients need to have ready 
access to pharmacy dispensing and the funds for ongoing purchase of these 
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medications. Patients in rural and remote Australia are significantly disadvantaged 
(economically and geographically) by limited or no access to pharmacy dispensing, 
health screening, or specialist medical services (69) (Figure 1.3). 
  
 
 
Figure 1.3: Prevalence of treated end-stage kidney disease, by Indigenous status and 
geographical location and residence, 2008. Source: AIHW analysis of ANZDATA Registry 
data (3) 
 
1.6.1 Screening for early detection of chronic kidney disease 
It is well-known that early detection and intervention in CKD can delay disease 
progression and even potentially prevent ESKD altogether (88). Kidney Health 
Australia recommends that all those at risk of CKD be screened regularly. Being 
Aboriginal is now a recognised high risk factor for CKD (89) and therefore a pre-
requisite for routine screening.  
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Table 1.1: Recommended screening and risk factors for chronic kidney disease  
 
Key: ACR: Albumin/creatinine ratio; BMI: Body mass index; CKD: Chronic kidney disease; 
eGFR: Estimated glomerular filtration rate  
 
Source: Kidney Health Australia website (90) 
 
Screening is relatively simple, requiring a blood pressure check, urinalysis and a 
blood test, which can be performed in any primary healthcare setting (Table 1.1). 
Late detection of CKD and delayed referral to a nephrologist result in poor patient 
outcomes and increased morbidity and mortality (91, 92). A systematic review in 
2008 aimed to identify patient and health system characteristics associated with late 
referral of patients with CKD to nephrologists. The authors found that belonging to a 
minority group, having less education, having no health insurance, suffering multiple 
co-morbidities and lack of communication between primary care physicians and 
nephrologists all contributed to lack of screening and late referral (91). All these 
characteristics can be attributed to a large percentage of Aboriginal people living in 
rural and remote regions of Australia. 
 
A NSW Health Policy Directive published in 2010 outlined a ‘new’ approach to early 
detection and management of CKD to prevent progression to ESKD. This approach 
used opportunistic screening targeting high-risk individuals in hospital settings (88).  
Despite this policy, Aboriginal people across the country, not just in NSW, are still 
experiencing late diagnosis of CKD, and less than optimal commencement onto 
RRT (93). In addition to the cost to individuals, families and communities, the 
economic burden of CKD progressing to ESKD is immense. The cumulative cost to 
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the Australian Government of treating all current and new cases of ESKD from 2009 
to 2020 is estimated at approximately $12 billion (94).   
1.6.2 Treatment options for end-stage kidney disease 
There are three options for those diagnosed with ESKD: 
1. No treatment or conservative treatment. This occurs when the patient 
decides not to access option two or three and chooses not to have any 
active treatment. Instead, comfort and palliative measures are utilised (95).  
2. Dialysis. There are two dialysis modalities: haemodialysis and peritoneal 
dialysis. Both can be delivered as a home dialysis option in Australia.  
3. Kidney transplant. Although often viewed as a cure for ESKD, this is not the 
case. Renal transplantation is a third treatment which requires life-long 
surveillance and treatment with anti-rejection medications. At present, only 
approximately 6% of those receiving dialysis in Australia receive transplants 
(96). Within that figure, however, only 3.4% of kidney transplant recipients 
are Aboriginal (Table 1.2). 
 
In Australia there are two dialysis modalities available for RRT: haemodialysis (HD), 
and peritoneal dialysis (PD). Both treatments replace normal kidney function and 
sustain life for people with ESKD. While neither modality can repair or restore 
kidney function, both aim to provide quality and quantity of life (97). 
Table 1.2: New transplanted renal patients 2007–2011: Related to ethnicity  
 
Source: ANZDATA Report, 2012, p.8.6 (96) 
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Haemodialysis 
Patients having HD treatment are required to have a minimum of 15 hours of 
treatment a week, usually delivered in three 4–5 hour sessions (98). Haemodialysis 
involves the insertion of two large-bore needles into a surgically created large-bore 
blood vessel known as a fistula. Blood is then diverted from the body to a 
haemodialysis machine where it is filtered by an artificial kidney (the dialyser) and 
returned to the body (99). Due to the complex and costly nature of HD, it is usually 
delivered in tertiary hospital settings or satellite renal units linked to a tertiary centre 
(3). Haemodialysis can be managed at home when patients have adequate self-
efficacy or support and when training and reliable water and power supplies are 
available. Despite the fact that Aboriginal people often live further from dialysis 
services than the non-Aboriginal population, there is a higher percentage of non-
Aboriginal than Aboriginal patients accessing home HD. Aboriginal patients have 
recorded 11 times the rates of regular HD hospital admissions to renal units, 
compared with their non-Aboriginal counterparts (3). 
 
Peritoneal dialysis  
Peritoneal dialysis gives patients a home-based therapy that requires minimal 
specialised equipment and can be performed almost anywhere. This form of dialysis 
uses the peritoneal membrane as a kidney replacement, filtering the blood via a 
process of osmosis into a dialysis solution containing a form of sugar which draws 
the waste products and extra fluid out of the blood. The fluid is exchanged at regular 
intervals (usually 4–5 times per day) via a permanent catheter inserted into the 
abdomen surgically. This can be done either manually (known as continuous 
ambulatory peritoneal dialysis) or by way of a machine which automatically performs 
fluid exchanges overnight while the patient sleeps (known as automated peritoneal 
dialysis) (100) p.16-17. This form of dialysis is an alternative for people with ESKD 
living in remote areas because it enables independence and allows them to remain 
at home (101). 
 
Ability of Aboriginal people to access home haemodialysis  
In Australia, increasingly and relatively recently, patients on HD are encouraged to 
consider accessing dialysis at home (102-105). Given the cost savings to healthcare 
organisations of patients performing their own HD in their homes, there is a current 
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push in several states to have at least 50% of HD delivered in the home (102, 104). 
Home dialysis is a model which provides both flexibility and choice for patients, as 
well as negating the need for and cost of transport and travel time for individuals to 
travel to renal units. Barriers to the uptake of home HD include disruptions to the 
home environment, interference with family life, overburdening of support networks, 
and fear of social isolation (106). 
 
In 2008 approximately 11% of HD patients were on home HD (105). However, 
Aboriginal people appear to be disadvantaged when it comes to access to this 
treatment option. Of the 985 Aboriginal patients receiving HD, only 6% did so at 
home, compared with 13% of non-Indigenous patients (Figure 1.4). A higher 
proportion of Aboriginal and non-Aboriginal males than females had HD at home 
(3).  
 
 
 
Figure 1.4: Type of dialysis treatment, by Indigenous status and sex, 2008. 
Source: AIHW analysis of ANZDATA Registry data (3) 
 
It is well-known that separation from family and country and the resulting dislocation 
and disempowerment suffered by Aboriginal HD patients have significant negative 
effects on individuals, families and entire communities (11, 13, 107-109). Home HD 
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has the potential to alleviate the distress of separation and dislocation. It appears 
that in the region where this study is located, renal service providers are reluctant to 
establish and support Aboriginal patients dialysing at home.   
 
Accessing HD at home requires service providers to establish the suitability and 
capability of patients, the availability of carers or support people, and an appropriate 
home environment for HD machines. This also requires specialised water treatment 
machinery (110). Aboriginal people are disadvantaged in this area in many 
instances, with higher levels of overcrowding in their homes and sometimes (in rural 
and remote areas) less than optimal access to reliable water sources (111). Despite 
this, a number of communities such as one in remote Western Australia have 
successfully introduced home HD programmes for Aboriginal people, using novel 
strategies to address the many challenges facing these patients (111).   
 
Community house model of home dialysis 
An alternative to home HD involves the establishment of community settings such 
as houses or health centres, where patients can perform their own HD in an 
unsupervised environment with other HD patients for support and company. In New 
Zealand this model is well-utilised, providing positive outcomes for Maori people on 
HD (106). New Zealand has at least 18% of ESKD patients accessing home HD. In 
that country, it is believed that home HD therapy can achieve better clinical 
outcomes and reduced morbidity and mortality (112). This model can serve either 
for regular treatments in a supportive environment or as respite for home HD 
patients who are known to suffer social isolation. Home therapy can also result in 
carer burnout for family members supporting home HD patients. A similar home 
model is being used in the Kimberly region of northern Western Australia, where 
Aboriginal HD patients are achieving outcomes comparable to those of non-
Aboriginal Australians on HD (113). 
 
Qualitative studies of Aboriginal people’s experience of home dialysis 
There have been a handful of seminal qualitative studies exploring the experience 
of Aboriginal HD patients in Australia, as well as international work describing the 
experience of other Indigenous people on HD. In 2002 Cass et al identified factors 
limiting the effectiveness of communication between Aboriginal patients with ESKD 
and healthcare workers. They sought both patient and renal service provider 
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perspectives on miscommunication in a Darwin renal unit. A shared understanding 
of key concepts was rarely achieved (11). This study found miscommunication to be 
pervasive and often unrecognised. Issues identified included lack of patient control 
over the language, timing of the treatment, the dominance of biomedical knowledge, 
and marginalisation of Aboriginal knowledge. Themes described lack or absence of 
opportunities to create shared understanding, inadequate staff training in 
intercultural communication and an urgent need to ‘facilitate a shared 
understanding, not only of renal physiology, disease and treatment, but also of the 
cultural, social and economic dimensions of the illness’ (11) (p.466).   
 
Another study explored Aboriginal ESKD patients’ understanding of their illness 
across 17 dialysis centres in four states and the Northern Territory. Titled, ‘All they 
said was my kidneys were dead’, this paper concluded that Aboriginal Australians 
are confused, frustrated and inadequately educated about their illness. This study 
confirmed the need for shared understanding between Aboriginal patients and their 
clinicians and more appropriate educational resources for Aboriginal renal patients 
(114). 
 
Burnette and Kickett explored dislocation and the impact of separation from family 
and country in a small sample of Aboriginal people forced to relocate to Perth for 
HD. They found that missing family, dislocation from culture, disempowerment and 
hopelessness all discouraged patients from either seeking or continuing treatment. 
Reluctance to access treatment was driven by patients’ fear of relocating from their 
homes, and engaging and dealing with the health system, and loss of control over 
their own body and their cultural identity (13). Another study by the same authors 
explored the experience of Aboriginal people on HD in a Perth satellite renal unit.  
They found disempowerment was the overarching experience voiced by 
participants, including their dependence on HD, lack of education, their perception 
of hospitals as foreign places, and miscommunication with staff. This study 
highlighted the need for further qualitative research into the experience of ESKD 
that includes individual and community perspectives (109).    
 
In 1998 Devitt and McMasters reported on central Australian Aboriginal people’s 
perspectives on HD (14). Findings included low levels of patient knowledge about 
their disease, and isolation resulting from lack of relationships between patients and 
renal clinicians. At the same time as struggling to understand their illness and their 
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need for HD, patients were faced with significant grief and loss related to separation 
from family and their need to engage with family-centred social life. This separation 
was termed ‘life threatening isolation’ (115) (p.S115). The paper recommended 
strategies to reduce patient isolation and improve patient education. Importantly, 
they recommended the involvement of family members and other Aboriginal people 
as support to facilitate patient engagement with their own treatment, and the 
inclusion of Aboriginal Controlled Medical Services in planning and managing renal 
services in the region (115). In the same year, these authors published a book 
entitled Living on medicine: a cultural study of end-stage renal disease among 
Aboriginal people, expanding on these and similar themes and providing insights 
into the issues for people from remote areas forced to relocate to Alice Springs for 
HD (14). 
 
A recent multi-jurisdictional Australian study incorporating data from 17 dialysis units 
where a large proportion of Aboriginal patients are treated, reported that social and 
situational circumstances have profound impacts on Indigenous Australians’ ability 
to fully engage with their treatment, and recommended improved access to primary 
and specialist renal care in regional settings. The authors also found the need for 
more effective communication and patient education, along with improving 
systematic approaches to patient ‘compliance’ contained within transplant and home 
dialysis guidelines (108). Aboriginal HD patients described their shock at what was 
usually their late diagnosis and crisis initiation onto HD, with a strong theme of 
conflicting priorities among family, cultural and treatment obligations (108). 
 
A series of interviews with Canadian renal health professionals conducted in 2008 
aimed to elucidate the barriers for Aboriginal people accessing transplantation and 
dialysis treatments for their ESKD (116). The findings of this study focussed on 
individual and system barriers. They found a major barrier related to the fact that 
most Canadian Aboriginal people lived in remote locations, with the resultant 
logistical and social problems related to relocation for treatment. Secondly, this 
study found systemic barriers related to lack of cultural understanding on the part of 
clinicians. They recommended an understanding of the views and lived experience 
of Aboriginal patients as a critical component for developing ways to improve 
Canadian Aboriginal people’s engagement with healthcare organisations, and 
delivery of effective and appropriate care (116).  
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A 1994 Canadian study provided similar findings from a qualitative descriptive 
survey using semi-structured interviews. These authors found that relocation for 
dialysis treatment disrupts social support patterns and creates psychosocial 
problems. While they recommended providing HD treatment close to home, they 
acknowledged that the cost and logistics of providing services and training of health 
care personnel made the provision of HD more difficult in isolated areas (117).  
Similarly, a study exploring the perspectives of First Nations people’s experience of 
HD concluded that the distress of relocation, separation from family and lack of 
control over their health were major negative experiences. This study recommended 
cultural and financial support for First Nations people to ease the impact of 
relocation for treatment, as well as establishment of satellite renal units closer to 
home communities (118). 
 
1.7 Educating health professionals to provide culturally-shaped care 
Despite the abundance of available literature addressing the vital need for cultural 
awareness and competence training for healthcare professionals, this does not 
appear to be translating into practice in the context of Australian Aboriginal 
healthcare (119). There has been much written about the need for medical, nursing 
and allied health professionals to develop cultural awareness, through training in 
their undergraduate programs, as part of their continuing education once they are 
working in their fields, or both (8, 120-122). There is evidence, however, that much 
of the treatment and care of Aboriginal patients in the Australian health system 
continues to be delivered by practitioners with a distinct lack of cultural knowledge, 
awareness or security (120, 123-125). Similarly, healthcare systems are not 
culturally shaped to accommodate non-Western views or practices. 
In her 2003 doctoral thesis, Bronwyn Fredericks wrote of cultural awareness training 
for the health professions: ‘Some people are happy to do the training, provided they 
do not have to change their practice or adopt the training or the reflection on their 
ideas within their normal modes of operation’  (126) (p.317). In her 2006 paper 
Fredericks explored cultural awareness training for nurses from an Aboriginal 
women’s perspective (127). The majority of Aboriginal women she interviewed were 
concerned that the limited training time offered was at odds with the length of time it 
takes to change embedded attitudes and beliefs. She contended that cultural 
awareness training needs to be more an ‘anti-racism’ training which educates 
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clinicians about systemic oppression and disempowerment of Aboriginal people and 
white privilege within healthcare systems. She suggested five messages for 
improving cultural awareness of individual nurses: 
1. Become aware of Indigenous people’s histories, cultures and statistics 
2. Move beyond awareness to an anti-racism framework 
3. Develop an understanding of white race privilege, white advantage and 
Indigenous disadvantage within Australian society 
4. Address one’s own positioning with regard to white race privilege in 
Australian society and the health system. By not addressing one’s own 
positioning, one maintains the status quo 
5. Move towards establishing Indigenous-friendly environments and 
partnerships with Indigenous people (127) (p.97). 
 
Fredericks argues that health service organisations need to reflect on the way in 
which white race privilege and racism are embedded in and permeate their 
structures, staffing and service models (127). 
 
A 2009 review by Farrelly and Lumby found access to and availability of cultural 
competence training to be limited, with very few programmes available for 
healthcare providers working in Australian Aboriginal communities (121). In this 
review, one study in South Australia found that only 14.7% of respondents working 
with Aboriginal people had been provided cultural awareness training in the 
previous year. It was also found that only 14% of general practitioners working in 
Aboriginal health received some form of cultural competency training, with 50% 
having only one session (128). The authors of this review argue that a generic form 
of cultural awareness training should be mandatory for all health staff, including 
management. They also state that training and regular review need to be sustained 
(121). 
 
A quantitative evaluation of cultural awareness training in NSW found the current 
model of half-day cultural awareness training to be ineffective in changing 
entrenched attitudes and beliefs held about Aboriginal health by non-Aboriginal 
clinicians (123). This study also recognised the potential for the training to have a 
potentially negative emotional effect on the presenters, as well as reinforcing the 
negative attitudes of some participants.   
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1.7.1 Cultural awareness education for renal health professionals  
With the close and long-term nature of relationships between renal patients and 
medical and nursing staff, issues regarding cultural safety take on even greater 
importance. In order for Aboriginal patients receiving in-centre HD to feel secure 
and informed about their treatments, given that they are required to spend three 
days per week under the care of renal nursing staff, a high level of cultural 
competence and awareness is necessary for delivering appropriate care. Anecdotal 
evidence from renal nurses to date, however, suggests that this is lacking, and local 
and national studies have described the challenges and short-falls of attempts to 
improve the cultural understanding of clinicians (119, 129).  
  
Cultural safety 
The term, cultural safety, originated in New Zealand. It was developed by Ramsden 
(130) in the late 1990s and derived from the experience of the Maori people. This 
concept has since been adopted in other countries where colonisation has impacted 
on the health and well-being of Indigenous people. It addresses the disparate power 
relations within healthcare and the historical imbalances and impact of these on 
Indigenous ethnic minority groups (130, 131). It is an approach that shifts the 
responsibility for change from the patient to the service provider (37). The Nursing 
Council of New Zealand has defined cultural safety as: 
 
The effective nursing practice of a person or family from another 
culture, and is determined by that person or family ... The nurse 
delivering the nursing service will have undertaken a process of 
reflection on his or her cultural identity and will recognise the impact 
that his or her personal culture has on his or her professional 
practice. Unsafe cultural practice comprises any action, which 
diminishes, demeans or disempowers the cultural identity and well-
being of an individual. (132) p.7. 
 
Merely instilling cultural awareness has been criticised as not being enough to 
provide healthcare where Aboriginal people can feel comfortable and safe (127).  
This approach, which focusses largely on the knowledge, attributes and 
understanding of individual healthcare providers, is now being replaced with a 
‘cultural security’ approach, which shifts the focus from attitudes to behaviour (121).  
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Cultural security incorporates cultural values into the practice, skills and delivery of 
health services, as well as evaluating efficacy (133). This approach shifts the focus 
from the cultural awareness of individual practitioners to ‘changing health services 
with the responsibility of incorporating cultural values into the design, delivery and 
evaluation of services’  (121) (p.15). 
 
New Zealand has remained committed to enhancing cultural safety of all Maori 
patients since late last century. In 1998 Hoffman recognised that without cultural 
safety, the care of Maori patients on HD was severely compromised, impacting on 
ability to achieve outcomes equivalent to patients of the dominant culture. She 
reported an important strategy introduced in a New Zealand hospital, where a Maori 
Health Unit has been established to support patients and to enable Elders to 
provide advice to staff. This process, in conjunction with a two-day ‘cultural safety’ 
education programme, has increased access to cultural knowledge and skills for 
renal staff (134).   
 
Cultural competence  
Cultural encounters within healthcare settings can be challenging for the clinician 
and are often fraught with fear and apprehension for the patient. Avoidance of 
mainstream services can become embedded behaviour as a result of Aboriginal 
people’s past experiences of institutionalised, internalised and interpersonal racism 
within healthcare settings and other government or formal organisations (125).   
 
The National Health and Medical Research Council has included cultural 
competence in its guidelines, and in 2006 produced a document entitled Cultural 
competency in health: A guide for policy, partnerships and participation. This 
document states that: ‘meeting the needs of Aboriginal and Torres Strait Islander 
Peoples in a culturally respectful way is a significant challenge’ (135) (p.10) and 
requires: ‘a multi-dimensional approach to cultural competency (with action at 
systemic, organisational, professional and individual levels); and  effective and 
culturally inclusive research and evaluation’ (135) (p.10). 
 
Improvement in Aboriginal health, particularly in outcomes for chronic diseases, 
which require frequent and ongoing contact with health professionals, is urgent and 
requires sustained attention (125). Others have documented the urgent need for 
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improvement in healthcare for Indigenous people, including Bailie et al who 
recommend the continuous quality improvement approach incorporating action 
research (136). According to Lau et al: ‘Closing the gap in Aboriginal health care 
delivery and outcomes will only occur when there is culturally competent health 
systems that are inclusive of both Aboriginal and non-Aboriginal people, in which all 
patients and service providers feel culturally safe’ (137) (p. 68).  
 
There have been numerous studies aiming to evaluate and quantify cultural 
competence within health services. However, to date none has succeeded in 
determining the effect of cultural competence in improving healthcare outcomes 
(138). Kumas-Tan et al found in their 2007 systematic review that there are hidden 
assumptions about power relations and social inequality. These assumptions 
include the notion that culture is owned by the ‘Other’ (See Glossary for definition). 
That is, most evaluation tools assume that dominant groups do not have culture, 
and that the ‘Other’ is the problem or has the problem. Assumptions about  
clinicians’ racial origins are also common, with most evaluation tools assuming the 
professional to be white, privileged and lacking in cross-cultural skills and 
experience (139). This difficulty in measuring outcomes, determining the quality of 
cultural encounters and ensuring the competence of clinicians in this area (138) is a 
major barrier to improving the quality of hospital-based care for Aboriginal people. 
1.7.2 Racism in Aboriginal healthcare  
The unacceptable disparities in the health and well-being of Aboriginal Australians 
have been directly linked to and are compounded by exposure to racism at all levels 
of past and contemporary Australian society (44, 140, 141). In a 2007 study, a 
cross-sectional survey of randomly selected residents of an isolated rural Australian 
town investigated whether the experience of interpersonal racism has a measurable 
effect on the health of Aboriginal Australians. Despite significant limitations related 
to the measure of interpersonal racism used, the study found that ‘more than 40% of 
Aboriginal people in the study reported treatment from non-Aboriginal people that 
was so severe as to produce a strong emotional or physical response’ (141) (p.326), 
with recent experience of racially-based negative treatment 3.6 times greater than 
the odds for non-Aboriginal people. There was also a significantly lower self-
reported physical health score for Aboriginal people (141).   
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Other minority cultural groups in developed nations such as the United States report 
experiences of racism impacting on health. Williams and Mohammed reviewed the 
scientific research on how racism adversely affects the health of non-dominant 
cultural groups. They found there were multiple causal pathways by which racism 
can affect health, with institutional and cultural forms of racism being major 
contributors to health inequalities (142). Concepts such as Black inferiority and 
White superiority have been historically embedded in American culture. In this paper 
they created a mapped framework for the study of racism and health (142) (Figure 
1.5). 
 
Racism is claimed to be inherent within Australian government organisations and is 
beginning to spawn its own research. For example, the link between poor health 
and racism for Aboriginal people was explored in depth by Yin Paradies in his 
doctoral  thesis entitled Race, Racism, Stress and Indigenous Health (143). This 
epidemiological study showed strong and persistent associations between chronic 
stress resulting from experiences of racism, and poor physical and mental health, 
including depression, and increased risk factors for heart disease and other chronic 
diseases (143). 
 
Most non-Aboriginal Australians enjoy the benefits of their ‘white privilege’, 
demonstrated in their generally superior health, education and general well-being in 
comparison with Aboriginal Australians (140). McIntosh contends that this attitude of 
‘white privilege’ as the natural advantage of being white is normalised and rarely 
challenged by the dominant culture. She goes further to assert that this privilege is 
preserved and protected to enable ongoing benefits to the whites, while the non-
whites, minorities and ‘others’ are excluded and disadvantaged by acts of blatant or 
subtle racism which are either unseen or denied by white society (144). 
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      Key: SES: Socioeconomic status 
 
Figure 1.5: A framework for the study of racism and health. Source:  Williams and Mohammed (2013) p.1157
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1.7.3 Power imbalance in healthcare delivery 
Power imbalance between non-Aboriginal patients (i.e. white Australians) and their 
healthcare providers is well-documented (145). It is known that concepts of power, 
domination, autonomy and freedom are inseparably linked to culture (146). Power 
imbalance between healthcare providers and vulnerable, marginalised groups 
extends beyond that experienced by white Australians. Aboriginal people’s history of 
experiencing institutionalised racism compounds the challenges facing them when 
accessing mainstream health services. Power issues may be covert or overt within 
mainstream healthcare organisations. However, their presence causes distress and 
avoidance of treatment by Aboriginal Australians and remains a major barrier to 
effective care that translates into improved health outcomes (147). These issues 
originated at  colonisation, when Aboriginal people were dispossessed and suffered 
huge losses of their people and their communities from European settlement and 
disease (24, 35, 148).   
 
One of the key assumptions of the cultural safety movement begun by Irihapeti is 
that those with power can choose to either perpetrate or confront their own ‘white 
privilege’ and their oppressive actions (149) (p. 170). According to Moreton-
Robinson: ‘Whiteness in its contemporary form in Australian society is culturally 
based. It controls institutions, which are extensions of White Australian culture and 
is governed by the values, beliefs and assumptions of that culture’ (150) (p.11). 
 
Health organisations, particularly hospitals, are often alien environments for many 
Aboriginal people, with a lack of cultural safety compounding challenges of access 
to hospital care and treatment (147, 151). In 2011 Durey et al published a paper 
exploring solutions to the lack of cultural safety and quality in hospital care of 
Aboriginal Australians. They found that racism at both interpersonal and 
organisational levels, originating with colonisation, continues to impact negatively on 
Aboriginal health. Their paper recommends a collaborative model for improvement, 
based on quality improvement processes as the driver for facilitating change at the 
systemic level. Recommended strategies include increasing Aboriginal participation 
in the health workforce and increasing non-Aboriginal health professionals’ 
knowledge to enable them to deliver high-quality cross-cultural care. The authors 
recognised nurses as integral to hospital-based quality improvement, urging them to 
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develop positive relationships with key members of Aboriginal communities. 
Interpersonal reflection was also recommended as a tool to address power 
imbalances within hospital environments. Importantly, this paper recommends that 
change at the patient/family level be evaluated by Aboriginal patients, families and 
personnel, and that there needs to be improvement in recruitment and retention of 
Aboriginal  staff (152).  
1.7.4 Institutionalised racism: origins of inequity and mistrust of mainstream 
services  
Aboriginal people continue to suffer disadvantage when accessing mainstream 
health services, due to racism that is institutionalised. Numerous studies have 
described racial tension between Aboriginal patients and non-Aboriginal clinicians 
(39, 152, 153). This may, however, be a reflection of the culture of the health 
institutions employing those clinicians. The policies and culture of Australian 
institutions have in the past perpetrated overt and gross racism towards Aboriginal 
people, and there is evidence that suggests that ‘residual’ racist policies are still 
influencing organisational structures and practice (154).  
 
Despite the efforts of a succession of governments and health policy-makers, 
institutionalised racism remains a major barrier to improvement in Aboriginal health 
status (143, 153). Healthcare organisations founded on the Western biomedical 
model of care and managed and staffed by middle-class Australians are still 
challenged in understanding the cultural norms of Aboriginal people, and these 
norms are not expressed in institutional practices (147).   
 
Institutionalised racism has been defined as: ‘ways in which racist  beliefs or values 
have been built into the operations of social institutions in such a way as to 
discriminate against, control and oppress various minority groups’ (155) (p.17).    
 
Until the mid-twentieth century, Aboriginal people risked having their children taken 
by authorities when trying to access mainstream healthcare (156). Authorities in the 
region where this study was conducted were making judgements about Aboriginal 
people’s fitness as parents, based upon their children being ill. Conversations with 
the community reference group (CRG) guiding this study confirmed this, and several 
members described their own experiences of being hidden by their families in the 
1950s and 1960s, due to fear of being ‘taken’ by white authorities. This recent 
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history still influences Aboriginal HD patients who are forced to access mainstream 
renal services and place themselves repeatedly under the care of non-Aboriginal 
clinicians for treatment (157).   
 
Systemic disadvantage for Aboriginal people in healthcare is often covert and 
difficult to identify. Healthcare disadvantage may be related to the impact of specific 
policies, allocation of health resources, education of non-Indigenous clinicians or the 
environments of healthcare or clinical settings. A helpful tool for understanding how 
racism or discrimination is perpetrated systemically is the concept of equity or 
inequity (37). Equity in healthcare aims to reduce unequal opportunities for good 
health that are linked to marginalised or disadvantaged groups such as ethnic 
minorities. Achieving equity in health requires eliminating disparities that are 
associated with that disadvantage of marginalisation (158, 159).  
 
To give an example of inequity in the context of this thesis, Aboriginal patients are 
less likely to receive kidney transplants than non-Aboriginal Australians (160).  
There is a proven disparity in access to kidney transplantation between Aboriginal 
and non-Aboriginal people on dialysis. Aboriginal Australians also experienced 
lower rates of acceptance onto the transplant waiting list, at 35.3% versus 64.9% of 
non-Aboriginal patients, with disparities not explained by differences in age, sex, co-
morbidities or source of renal disease (161). The authors of this Australian paper on 
identifying the barriers to equitable access (2003) stated that more research was 
required to explore those barriers (161). International studies showed evidence of a 
link between race and access, with non-Caucasian Americans less likely to access 
transplantation (162). Cass et al cited nephrologists’ attitudes to racial difference 
potentially resulting in their reluctance to refer Aboriginal patients to transplant 
waiting lists (161). Cunningham found that health policies may be disadvantaging 
Aboriginal people’s access to transplantation, with potential discrimination existing 
at multiple points within healthcare systems ‘including access to services, diagnosis, 
referral, treatment and outcome’ (163) (p. 62). 
 
It is now known that there are strong biological links between discrimination and 
health, and that these need to be addressed by way of improvements to social 
equity within our society (164). A 1995 study exploring allocation of renal resources 
found subtle and covert influences of race in decision-making about expenditure on 
healthcare. The authors found patient non-compliance to be a key barrier to 
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accessing resources for Aboriginal people, despite their history of dispossession 
and educational, economic, geographic and social disadvantage (165). It is evident 
that until there is organisational change at the systemic level, with healthcare 
systems recognising the need for health services that acknowledge and include 
Aboriginal cultural norms, there can be no sustained improvement in the health 
disparities suffered by Aboriginal people (149).  
1.7.5 Cultural security:  the complete package? 
Cultural security recognises four levels of cultural competence: systemic, 
organisational, professional and individual. The four levels are all connected to 
enable cultural competence for individuals, underpinned by organisational and 
systemic commitment to providing culturally competent health care (131). According 
to Coffin:   
Cultural security directly links understandings and actions. Policies 
and procedures create processes that are automatically applied from 
the time when Aboriginal people first seek health care ... Security is 
likened to the highest attainment level. It is the hardest to achieve 
but like a house if the foundations are good it will stay strong and be 
easy to maintain for many years to come. It can even be added to 
later to make it better and more useful. Examples of strengthening 
security would be community engagement in decisions such as 
appointment of staff, training, job descriptions and protocols (133) 
(p.23). 
1.7.6 Less about rhetoric, more about reciprocity in understanding 
The debate about power relations, culture, cultural safety, awareness, competence, 
and security within Aboriginal health has been protracted and arguably well-
explored for remote Australia and for similar nations. It still remains difficult to 
measure ‘real’ changes in the experience of patients with health services and health 
outcomes for Aboriginal patients (152). In the context of Aboriginal renal patients, 
this is a very real and challenging problem, given the long-term and ongoing nature 
of their interactions with mainstream health systems and the fact that these issues 
have not been studied in rural Australia. 
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Exploring cultural training or competence issues within healthcare can lead one to a 
multitude of theories, programmes, projects, books, editorials and peer-reviewed 
papers on the subject (120, 124, 125, 138). However, it appears very little real 
change or improvement in the experience of Aboriginal people engaging with 
mainstream health organisations has occurred (37, 119, 129), and what actually 
occurs in rural Australia remains to be investigated. In view of this, it is difficult to 
place confidence in evidence-based, validated training or system measures to 
inform whether the system and its staff are providing culturally safe and secure 
care. 
 
Improvement to cultural safety for Aboriginal HD patients in a range of urban, rural 
and remote hospital settings appears vital. Patients with ESKD require frequent and 
regular hospitalisation, either as day patients when accessing their HD every 
second day, or as in-patients receiving treatment of the frequent and often serious 
complications related to their renal failure. This thesis investigates how rural and 
regional services perform by generating information from clients and providers on 
how these may be improved. 
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1.8 Conclusion 
This chapter has introduced the rationale for this study and provided a detailed 
review of the literature as a background to the research questions that are explored 
in this thesis. 
 
1.9 Next Chapter 
Chapter 2 is a peer-reviewed paper describing the methods and methodology 
employed for this research. It details the process of unpacking my own ‘white 
privilege’, incorporating a highly reflexive approach, regular writing in a journal, and 
working with both my supervisory team (which included two Indigenous people) and 
learning from Aboriginal renal patients themselves and Elders from the community 
with whom I am working. It also details how I managed my closeness to the topic of 
chronic kidney disease, created by my own partner’s inherited form of chronic 
kidney disease. 
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2.  METHODS AND METHODOLOGY 
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2.1 Introduction 
This chapter describes the methods and theoretical approach to the research which 
was based on an Indigenist research paradigm. The first section describes the 
formation and role of the community reference group (CRG) of Aboriginal renal 
patients, Elders and health workers who guided the study. The roles of my panel of 
supervisors, two of whom are Indigenous, are also described. This is followed by a 
paper published in the Journal of Rural and Remote Health which describes the 
methodology and methods, featuring the process of ‘reflexive practice’. Reflexive 
practice was vital to ensuring this study was performed in a rigorous, yet flexible 
way that acknowledged my own closeness to the topic and my overlapping roles as 
researcher, nurse and partner to a man with progressing chronic kidney disease 
(CKD). It was necessary for me to commit to a form of ‘reflexive practice’ that 
explored and ‘unpacked’ my own white privilege as a non-Aboriginal white nurse 
and researcher. Journaling (i.e. writing in a personal journal) was the main tool used 
in this process, in addition to detailed field notes made during the data collection 
and analysis phases, and frequent debriefing with my expert group (the CRG) and 
supervisors. 
 
2.2 Ngalunga Booloonj: the community reference group   
In accord with the National Health and Medical Council of Australia’s Guidelines for 
Ethical Conduct in Aboriginal and Torres Strait Islander Health Research (1) and the 
principles of Indigenist research methods  and community-based participatory 
research (CBPR) (2, 3), a community reference group was formed in 2010 to guide 
this research and provide community and cultural expert knowledge and review.   
Invitations to become members of this group were extended to the Aboriginal 
haemodialysis (HD) patients, Bundjalung Elders and Aboriginal health workers. The 
group had a core membership of ten. This enabled sufficient numbers (at least four 
or five) to attend each meeting, allowing other members to attend to family 
obligations, their HD treatments and other health appointments that arose. The 
reference group met three to four times a year at a local Aboriginal Medical Service 
(AMS), and continues to meet regularly at the time of writing this thesis. The Chief 
Executive Officer of the AMS and several health workers employed there also 
attended some of the meetings. ‘Terms of Reference’ (See Appendix 8) were 
developed. While there was a flexible agenda provided to ensure items were 
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discussed, most meetings followed an unstructured format, with time for yarning and 
socialising among members, as well as the more serious discussions related to the 
study.  
 
The primary role of this group has been to provide guidance to me as a non-
Aboriginal clinician and researcher relating to:  
1. Recruitment of participants to tell their stories and any problems or 
issues that arose 
2. Understanding the stories 
3. Understanding local Aboriginal cultural norms and obligations 
4. Gender issues 
5. Content of reports, presentations and papers resulting from the study 
6. Validation that the analysis also reflected their experiences. 
Members suggested that we use a Bundjalung name for the group. Several Elders 
who still spoke or had knowledge of the local Bundjalung language proposed 
‘Ngalunga Booloonj’, meaning ‘our kidneys’, and this name was agreed upon and 
embraced by the group.   
 
The meetings were a forum where I could provide in-depth information and keep the 
group up to date through each stage of the study. Guided by one of my PhD 
supervisors (an Aboriginal woman and academic), I gave the group detailed 
information about the research process and methods, and how I was preparing 
myself as a non-Aboriginal woman to work with the local Aboriginal renal community 
and others. The group provided invaluable information and advice, essential for 
gaining ethical approval for the study. They also helped me to understand local 
cultural practices, obligations and norms and how these might impact on the study.   
The reference group was invaluable in gaining local Aboriginal insights and 
feedback to incorporate in the research. An added bonus of this group has been 
providing a forum for patients. Elders, health workers and patients could discuss 
challenges and questions about kidney disease and treatment, as well as family 
dynamics, and make suggestions for improving their experience as renal service 
consumers. This group is still intact and is now evolving into an Aboriginal patient 
advisory/support group, the Renal Community Reference Group, for people with 
CKD facing end-stage renal disease (ESKD) and HD.   
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The dual capacity of this group to support one another and those newly diagnosed 
or commencing dialysis, as well as being able to provide cultural education and 
guidance to renal staff within renal units, has the potential to provide a powerful 
support mechanism from within Aboriginal patients’ own families and communities. 
It is envisaged that the Renal Community Reference Group will continue to meet 
and guide this process independently. 
 
One of the Elders in the group, Uncle Charles Moran, published a book about his 
life, co-written with his wife. The title of this book, Talk Softly, Listen Well (4), and 
his life’s philosophy encapsulated in the title, provided indispensable advice and 
guidance to me. The book assisted me in all my interactions with the Aboriginal 
people with whom I had contact, not only during this research, but also when 
working clinically as a renal nurse with Aboriginal patients. 
 
2.3 My supervisory panel 
In keeping with the relational accountability reported in the published methods paper 
(5), it is necessary to introduce my supervisory team. My doctoral supervision has 
been provided by an outstanding panel of four experienced researchers from 
diverse disciplines and backgrounds. The primary supervisor, Lesley Barclay, has 
overseen more than 30 doctoral projects, a significant number in Aboriginal health, 
and has an extensive body of National Health and Medical Research Council 
(NHMRC) and Australian Research Council (ARC) funded work using a range of 
qualitative and other methodologies. Lesley has not only allowed me to use the non-
traditional research methods described in this chapter; she has also encouraged me 
to seek methods for discovering knowledge about Aboriginal people with renal 
disease that resonated  well with them, while maintaining a consistent process of 
academic rigour. She has also helped me to convert my writing skills and style from 
a tendency to write verbose and often waffling text, to a more concise and succinct 
academic style. 
Janelle Stirling is a descendant of the Arrentre people of Central Australia, with 
extensive experience in education, Aboriginal health research and primary 
healthcare service delivery. She has worked in many roles in teaching and research 
and was the first Coordinator of Indigenous Health Research Program at the 
Queensland Institute of Medical Research, Brisbane. She has also held a senior 
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role at the Lowitja Institute and has been CEO of an Aboriginal-controlled health 
service. Her knowledge and expertise constituted an invaluable resource and guide 
to me, as a non-Aboriginal woman, for engaging and collaborating with the local 
Aboriginal community and AMSs, and applying for and obtaining ethics approval for 
this study from three separate human research ethics committees. 
 
Shawn Wilson is an Indigenous scholar from the Opaskwayak Cree Nation in 
northern Manitoba, Canada. His area of expertise is Indigenous ways of knowing 
and the development of Indigenous research methodologies. Shawn has provided 
me with a deep and rich understanding of the Indigenist paradigm and convinced 
me that as a non-Aboriginal clinician and researcher, I could utilise this methodology 
for this research. The methods I used to develop relationships within this project and 
to maintain relational accountability, responsibility and respect throughout the 
project were guided by Shawn and his extensive writing on these issues. If I had not 
been exposed to Shawn’s work, the depth of disclosure by Aboriginal people in the 
data may not have been possible had I used a traditional Western methodology.   
Allison Tong is a qualitative researcher working at the Sydney School of Public 
Health, The University of Sydney. Allison’s expertise in using applied qualitative 
research methods to understand patient and service provider perspectives in the 
area of chronic kidney disease has strengthened this project. Allison’s input 
improved my skills in analysis and interpretation of the findings. She has also 
provided valuable input into the publication process and helped to raise the profile of 
this project among her colleagues at the Centre for Kidney Research, The 
Children's Hospital at Westmead.  
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2.4 Methods paper 
 
 
 
 
2.5 Abstract 
Reflexivity is crucial for non-Aboriginal researchers working with Aboriginal people. 
This article describes a process of ’reflexive practice’ undertaken by a white 
clinician/researcher while working with Aboriginal people. The clinician/researcher 
elicited Aboriginal people’s experience of being haemodialysis recipients in rural 
Australia and their perceptions of their disease and treatment. The aim of this paper, 
however, is to report the methods used during this qualitative project to guide the 
researcher in conducting culturally appropriate health research with Aboriginal 
people. The goal of this work was to result in improvement to health services, 
informed and guided by the Aboriginal recipients themselves.  
The paper describes the theory and methods used to develop reflexive skills. It also 
reports how the clinician/researcher managed her closeness to the topic and 
participants (some being patients under her care) and the processes used to ensure 
her subjectivity did not interfere with the quality of research.   
2.5.1 Issues 
Three layers of reflexive practice are described: examining self within the research; 
examining interpersonal relationships with participants; and examining health 
systems. The alignment of the three ‘lenses’ used to describe the study is exposed. 
Complex insider/outsider roles are explored through multiple layers of reflexive 
practice. Regular journal writing was the primary tool used to undertake this 
reflexive practice. An Aboriginal advisory group and co-investigators collaborated 
and assisted the clinician/researcher to scrutinize and understand her positioning 
within the study. Researcher positioning, power and unequal relationships are 
discussed. Issues such as victim blaming and the disconnect between clinicians’ 
Reference 
Rix, EF, Barclay, L, Wilson, S., 2014. Can a white nurse get it? ‘Reflexive 
practice’ and the non-Indigenous clinician/researcher working with Aboriginal 
people. Rural and Remote Health 14: 2679. (Online)  
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views about treatment compliance and Aboriginal peoples’ prioritisation of family 
obligations before treatment are presented.  
2.5.2 Lessons learned 
Aboriginal patients must negotiate a health services system where racism and 
victim blaming are institutionalised, but the effect of these on the research 
relationship can be mitigated through reflexive practice. Using a framework for 
relational accountability which incorporates respect, responsibility and reciprocity 
can enable non-Aboriginal clinicians and/or researchers to work effectively with 
Aboriginal patients. These results may assist clinicians and policy makers develop 
strategies for improving quality of care. 
 
2.6 Introduction/context 
In 2007 I helped, as a renal nurse, to initiate an Aboriginal Elder onto 
haemodialysis. He was clearly distressed and confused, and his feelings of 
disempowerment and dislocation were palpable. Once he became clinically stable, I 
talked with him, and we agreed that someone should do some research aimed at 
finding ways to improve service delivery for the high number of Aboriginal people 
requiring dialysis. He encouraged me to talk with him further and to take on this 
research myself. I became increasingly aware of the struggles of many Aboriginal 
people with chronic diseases in negotiating a public health system where they were 
often viewed as non-compliant ‘others’ (5) who contributed to their own poor health 
outcomes. This was beyond my conventional nursing knowledge and not discussed 
within the clinical team except as problems of ‘compliance’ with treatment. As I 
wrote in my personal journal some years ago, a precursor to the research, I 
confronted the need to develop insight into my own influence on what was occurring 
and what I was seeing in my workplace. Reviewing this journal amplified my 
awareness of the impact of renal failure on Aboriginal people and their families.  
These events began a research journey in partnership with an Aboriginal community 
in rural Australia. The research was aimed at understanding the experience of 
Aboriginal haemodialysis recipients through their stories. The objective was to use 
Aboriginal insights based on their experience as patients, to assist clinicians and 
policy makers develop strategies for improving quality of care and health outcomes 
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for Aboriginal people with renal failure requiring haemodialysis.  My personal 
journals reflected on informal conversations with 11 Aboriginal patients about my 
desire to do this research; however, by the time the study began in 2010 as my 
doctoral study, five of these patients had passed away.  
I am not only a nurse and researcher, I am also (coincidentally) the wife of a man 
with renal disease facing a future on dialysis. The overlapping of my three roles in 
this research demanded alignment of the lenses through which I viewed people 
requiring dialysis. The multiple positions from which I viewed this research and how 
I approached the participation of Aboriginal people posed ethical, cultural and 
methodological challenges. These challenges prompted me to develop a deeply 
reflexive approach as I balanced my relationship to the research and the 
participants and health services (with whom I am still employed as a clinician).   
The writing of an Australian Indigenous nurse and scholar confirmed that I must be 
vigilant in exploring my motives and attitudes whilst engaging in a project aimed at 
improving the health and wellbeing of her people (6). The seminal work of Maori 
woman, L. T. Smith, also provided valuable insight into the history of colonial 
research and the damaging effects of Western academic traditions in failing to view 
the world through the eyes of Indigenous people (7).   
2.6.1 Definitions 
Guba and Lincoln view reflexivity as: ‘the process of reflecting critically on the self 
as researcher, the “human instrument”’ and define this as ‘a conscious experiencing 
of the self as both inquirer and respondent, as teacher and learner, as the one 
coming to know the self within the process of research itself’ (8). According to Willig 
(9), ‘Personal reflexivity involves reflecting upon the ways in which our own values, 
experiences, interests, beliefs, political commitments, wider aims in life and social 
identities have shaped the research’.  Additionally, reflexivity can extend to an 
analysis of the epistemological underpinnings of a study, exploring the evolution of 
research questions, design and methods. In essence, reflexivity challenges us to 
understand who we are, what we bring to the creation of new knowledge and how 
as researchers we shape and influence research findings.  
The value of practising multi-layered reflexivity is well recognized (10-12). Nicholls 
has explored how non-Indigenous researchers can engage with and counter 
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colonial thinking by way of critical reflection. She views reflexivity as an evaluation 
of all encounters when engaging in research with Indigenous people (12).  
Reflexivity as defined by these researchers can be an effective instrument for 
mitigating power, class and cultural differences in research (13-15).   
In this paper I define ’reflexive practice’ as a multi-layered and sustained critical 
reflection on the conscious and unconscious beliefs, assumptions, attitudes, 
motivations and actions influencing myself as a researcher. 'Self' reflexivity explores 
my biases and identifies what I bring to the study from past experience. 
‘Interpersonal’ reflexivity examines my interactions with participants, exploring 
power imbalances and the learning that occurs within relationships. 'System' 
reflexivity scrutinises and reflects on institutional policy and practice that negatively 
influences the experiences of Aboriginal participants in the study. This scrutiny in 
particular can inform strategies for change. The three layers are captured initially 
through journaling. Extracts from my journals illustrate how I have applied this 
reflexive practice. The goal of this paper is to describe the methods I instituted to 
develop my reflexive skills. I report this, using a pragmatic description informed by 
theory, of how I managed my closeness to the topic and the processes used to 
ensure my own subjectivity did not interfere with the quality of research.   
2.6.2 The Research methods/design 
The research examined the experiences and perceptions of 18 Aboriginal people 
receiving haemodialysis in a regional centre of rural New South Wales. Ethical 
clearance for this project was gained from the local Area Health Service, the 
Aboriginal Health and Medical Research Council of NSW and the University of 
Sydney. Participants provided an informed consent. The data drawn on in this 
paper, however, is predominantly from my own journals kept prior to and during the 
study, rather than data generated by the participants themselves, as I report the 
process of developing reflexive practice that underpinned my role within this 
research. These journals report my own responses, not participant data. 
The project is embedded in an Indigenist research paradigm, with a decolonization 
approach (7, 16). ‘Indigenist research is research by [or for] Indigenous Australians 
whose primary informants are Indigenous Australians and whose goals are to serve 
and inform the Indigenous struggle for self-determination’ (17).   
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Principles of community based participatory research (CBPR) (2, 18) also guided 
my work with Indigenous communities and leadership. Community based 
participatory research repositions the ‘researched’ into ‘co-researchers’ or 
colleagues (19). The fusion of Indigenist and CBPR methodologies creates a 
collaborative and participatory approach with relationships as central. So, in addition 
to formal ethical approval, this study has been conducted with and guided by local 
Aboriginal leaders within cultural norms and rules as determined by them. Scholars 
describe Aboriginal ways of knowing and being as based upon relationships, with 
people, animals, plants, objects, ideas and the entire cosmos (20). The concept of 
gaining new knowledge is transformed from that which is gained and owned by 
individuals to relational ownership that is shared with all of creation (21).     
2.6.3 Relational accountability   
According to Indigenous methodologies, the rigour and validity of research are 
demonstrated through relational accountability (21). Researchers have relational 
accountability to participants, co-investigators and the conduct of the study. For me, 
as a non-Aboriginal researcher, relational accountability is encapsulated by 
principles of respect, responsibility and reciprocity (1). This is exemplified by this 
paper being written using my personal voice, despite being co-authored. In 
accordance with Indigenous methodologies, where knowledge is developed through 
relationship and is shared and not owned by individuals, co-authors on this paper 
have been integral in the development of my reflexive practice. I cannot claim 
individual ‘ownership’ of this work and acknowledge this by sharing authorship with 
the co-constructors of this knowledge and the contributions of the Aboriginal 
advisory group within this paper. However, the use of my own voice has been 
retained as it better demonstrates my personal experience of the creation of this 
shared knowledge. 
 
2.7 The process of developing reflexive practice 
My multiple relationships with participants created complex layers of subjectivity. As 
a nurse, a researcher and the partner of a man facing dialysis, reflexive practice 
was essential. By incorporating Indigenist methods with my reflexive practice, I was 
able to acknowledge that the research was shaped by who I am and my 
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experiences to this point, whilst attempting to view the topic through the worldview 
of the Aboriginal people with whom I was working (Figure 2.1).  
Where do I begin to find a methodology that will give participants an 
authentic voice and result in real, ongoing improvements in their day 
to day lives as dialysis patients living in an alien biomedical world? 
(Journal entry, 2/3/2010).  
 
As a non-Indigenous clinician researching with Aboriginal people, I required another 
lens to view the world, informed by Aboriginal people and their culture (22). I cannot 
negate or deny the influence of my background or culture. However, a reflexive and 
open-minded attitude to the community and participants can enable the 
perspectives and insights of Aboriginal people to be heard through the research 
(23). I already knew intuitively that as a non-Indigenous researcher, I needed to 
describe my approach, making explicit my philosophy and values (24). Examining 
the national ethical guidelines addressing research with Aboriginal people (25, 26) 
prompted further exploration of the writing of others who helped to shape my 
thinking. This confirmed that reflexive practice should play a major role in my work. 
The process that I used to undertake this practice is described below.  
  
2.8 The tools for reflexive practice 
2.8.1 Journaling 
Much of my initial journaling  explored how this research could be done using a 
collaborative approach, sharing power and control with the Aboriginal participants 
and Elders. Journaling helped me to reflect on my communication style, gauge 
community support for the project and examine my own philosophical beliefs.   
Talking with an Elder today, I was struck by his ability to truly listen to 
my words. Then I noticed how he did not speak until he had thought 
about what I had said, giving me a thoughtful response (Journal entry, 
2/3/2010). 
 
Journaling allows for the fusion of our personal and professional lives, providing 
insight into how our life experiences have shaped and influenced how we conduct 
research (27). Regular journaling by researchers can enhance critical thinking about 
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the research process in which they are engaged (27) and provides a meditative 
focus that helps the qualitative researcher to become a better research ‘instrument’ 
(28). 
2.8.2 Guidance and supervision  
The formation of a community reference group (CRG) is in accord with the ethos 
behind both Indigenous and CBPR methods. This group includes Aboriginal dialysis 
patients, Elders and Aboriginal health workers. We meet three to four times a year 
and I provide reports on progress of the research. The CRG critiqued preliminary 
data analysis, and all documents produced by the research have been shared with 
this group.  
How do we ensure that this group is a true research collaboration? 
We need constant vigilance for it to be a real partnership that enacts 
the principles of reciprocity, respect, consultation, inclusion and 
sharing ... I must continue to follow advice of Elders and talk less, 
listen more. (Journal entry, 17/4/2011) 
 
As this journal entry implies, reflexive practice was essential in developing my 
understanding of the centrality of this group for an effective collaborative and 
reciprocal relationship; also, the need to keep this group actively engaged 
throughout and beyond the research. 
My PhD supervisory committee is led by a non-Indigenous clinician/academic with 
broad experience supervising Aboriginal health research projects. I have two 
Indigenous academic supervisors whose roles include mentoring me in working 
collaboratively with Aboriginal people. We meet fortnightly and they scrutinize my 
work, offering critique and debate.   
Lester Rigney, an Australian Aboriginal researcher and creator of the term, 
‘Indigenist research’, writes that in order to ‘privilege Indigenous voices in research’, 
those seeking to study his people must keep their goal to ‘serve and inform the 
Indigenous struggle for self-determination’ (17). Through reflexive practice I came to 
understand that by modifying his paradigm for use by a non-Indigenous researcher, 
I was acknowledging the power imbalances between service providers and 
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Aboriginal people, and advocating for Aboriginal peoples’ need for self-
determination and re-empowerment within health institutions. 
2.8.3 Researcher positioning 
I initially thought, following the subjective/objective tradition in much health and 
medical research, that I should separate my clinical role from the research. As I 
began to gather the stories of participants I, like other clinician/researchers before 
me, found my ‘nurse’ voice could not be excluded and was present during 
interviews (29). I was constantly observing my behaviour, trying to find distinct 
boundaries between the way I worked with participants as a nurse in the clinical 
setting and as a researcher (30). This attempt to separate my roles was complicated 
by the need to earn the trust of Aboriginal participants in order to gain access to 
their stories. This trust was based on participants knowing me as a renal nurse, and 
they preferred me in that role. Therefore, in accord with an Indigenist paradigm, my 
relationship to their world was connected to my nursing role, and I should not try to 
separate the two.   
How do I switch off my renal nurse voice when wearing my 
researcher hat? Or maybe I shouldn’t, just be me and all that my 
relationality to this project brings (Journal entry, 3/3/2011). 
The emotional influences on me as a woman facing a future with a partner on 
dialysis featured in my reflexive practice. Without an in-depth exploration of the 
emotional ‘noise’ coming from this, I was at risk of damaging and unhealthy 
influences, not only on my own relationship with my partner, but also on the entire 
research process. Reflexive practice, however, has enabled me to unpack my own 
anxieties about my partner’s renal disease. It has helped me to gain a positive view 
of the future and made me thankful for the opportunity this project has given me to 
explore my feelings and attitudes.   
I feel blessed to have my renal nursing to help us as a couple to come 
to terms with our future as his disease progresses. When we get 
anxious we talk about how jealous my patients are that he has his 
own personal renal nurse (Journal entry, 22/8/2010). 
The conflicts and tensions I had as nurse/wife/researcher required me to use 
reflexive practice to identify ‘who and where am I’ in the study. The seminal texts of 
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Indigenous scholars guided me theoretically as I learned how they addressed their 
own tensions when researching with their people. Whilst reading the work of a 
Canadian Metis scholar, I realised that my positioning in the research is irrelevant if 
the study does not achieve real and positive change that can contribute to improving 
outcomes for participants.   
If my work as an Indigenous scholar does not lead to action, it is 
useless to me or anyone. I cannot be involved in research and 
scholarly discourse unless I know that such work will lead to some 
change out there in that community, in my community (31) (p. 169). 
2.8.4 Then I ‘got it’  
I then understood that it is my relationship to the topic and the participants that has 
made me who and what I am in relation to this research (32). Separating my roles 
and positioning myself was less important than what resulted from my involvement 
and interaction with the research and how effective I was as a research ‘instrument’.  
I also understood that the overlapping of my research lenses needed a relational 
accountability ‘filter’. This filter sits between my lenses and the participants’ 
perspectives, reinforcing the principles of respect, responsibility and reciprocity.  
Despite this realisation, I remained vigilant, using reflexive practice to examine how 
my multiple roles limited or altered access to, and analysis of the data to answer the 
research questions. 
Whilst I do try to explain to participants that I really need them to be 
honest to enable me to address real problems, I am wondering if they 
are partly blocked by my being a nurse, with participants not wishing 
to disclose to me. I do think I have a reasonable rapport with most; 
however, I cannot know how much my insider role is impacting on 
how they disclose their issues with me around service delivery and 
communication with staff (Journal entry, 10/7/2011).  
2.9 Self reflexivity 
The complexity of my relationship to this research initiated a lengthy period of 
journaling that helped unpack my worldviews, assumptions and attitudes.  
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As a child in Tasmania I always felt separate from and ashamed of 
the homogenous ‘whites only’ culture that I grew up in. The early 
colonists tried to commit genocide on the Aboriginal people and 
almost succeeded! Even at five or six I knew instinctively that I was 
not a ‘rednecked’ Tasmanian, felt that I never fitted in and hated the 
one-sided history I was taught at school. I often daydreamt about the 
natural life Aboriginal people must have had before the English came 
with their convicts, guns and disease (Journal entry, 3/3/2010).   
Early in the study, an intensive and at times distressing period of examining my 
position led me through difficult yet empowering discoveries about my feelings and 
attitudes. These were in relation to my career, my personal relationship to the topic 
through my partner, and what I was bringing to the research as a white person from 
a privileged upbringing. I discovered some uncomfortable and distasteful truths 
about myself, which previously I had not addressed. This process helped discover 
my epistemological and ontological beliefs by ‘unpacking’ unconscious racist 
concepts and exploring the impact of living in a country where racism and the 
assumption of European white privilege are common (33).  
This process soon revealed long-held assumptions and Eurocentric attitudes, and I 
became acutely aware of my own personal prejudices.  
Although I know it is prejudiced and ‘middle class’ I find myself judging 
differences between Aboriginal people and ‘us’. I’m witnessing my 
own feelings of superiority and whiteness, and feeling deeply 
ashamed. I thought I was above all that. But now I see that deep 
down I have also been like the nurses I call racist (Journal entry, 
13/04/2010). 
This reflexive practice became the catalyst for choosing an Indigenist methodology.  
I realized that to be an effective research ‘instrument’ and agent of change for the 
people with whom I was working, I needed to attempt to see the world through ‘their’ 
eyes, using ways of discovering new knowledge that were congruent with their 
world view. 
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Alignment of research lenses: Aboriginal experience of haemodialysis is viewed through the 
overlapping of the three lenses of the researcher using the relational accountability filter
Figure 2.1
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2.10 Interpersonal reflexivity  
In keeping with the Indigenous tradition of oral history for passing on knowledge and 
information, I sought the perspectives and experiences of Aboriginal participants, 
using ‘yarning’ and storytelling to generate information (20, 34). This was my 
attempt to create a relational space between myself and participants that was 
comfortable for them. Yarning is a word often used by some Aboriginal people, 
meaning ‘Let’s have a chat’ (35). Use of minimal questions and prompts and acute 
listening skills have been the key to allowing the stories of participants to unfold.   
Yarning helped me develop a more Aboriginal way of communicating. However, I 
constantly scrutinized my attitudes, behaviour and communication style. 
Whilst I truly enjoy the company of Aboriginal people, am I silently 
patronizing in my approach? Can I truly say that I am aware of my 
own racially infused attitudes? Do these attitudes come through to 
Aboriginal people in both my spoken and unspoken communication 
style? (Journal entry, 5/06/2010).   
Exploring interactions between researchers and participants can ensure that the 
emerging voices of participants are separated from the underlying social and 
cultural assumptions about those interactions brought by researchers’ own values 
(10). Although unpacking my privileged background and cultural assumptions 
helped to clarify my worldviews, there was still work to be done to address power 
issues within this research.  
2.10.1 Power and unequal relationships 
Issues of power and unequal relationships must be addressed by any researcher 
working with marginalized or vulnerable populations. Bishop describes how 
research with Maori people has perpetuated colonial power imbalances, belittling 
and undervaluing Maori knowledge (23). Reflexivity can enable the voice of ‘others’ 
to be heard whilst tracking the ‘reciprocal workings of power’, including the 
‘changing position of the researcher within the research process’ (15). Educational 
researcher, Heshusius, has used the term, ‘participatory mode of consciousness’, to 
describe a process of reordering the understanding of relationships between self 
and others in order to manage subjectivity within qualitative research. Whilst it may 
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not be possible to entirely overlook your ‘self’, this reordering takes focus away from 
self to an essential connectedness and relationship with others. ‘When one forgets 
self and becomes embedded in what one wants to understand, there is an 
affirmative quality of kinship that no longer allows for privileged status. It renders the 
act of knowing an ethical act’ (36) (p.19). 
   
When attempting to understand or address power imbalances within researcher/ 
participant relationships, I agree with Heshusius that absolute objectivity is 
impossible when exploring the experiences and perceptions of ‘others’. However, 
researcher subjectivity can be managed by a genuine attempt to immerse oneself in 
the words and reality of research participants and use a reflexive and ‘participatory 
lens’ to view their experience and perceptions. When this occurs, the researcher 
and participant can share a form of ‘participatory consciousness’ within their 
relationship that can be viewed as a more ethical way of knowing and 
understanding. According to Heshusius, ‘A participatory mode of consciousness, 
then, results from the ability to temporarily let go of all preoccupation with self and 
move into a state of complete attention’ (36) (p.20). 
 
Through my journal I examined the potential for exploiting my position of power over 
participants, not only as a researcher, but also as a nurse, with the privilege of 
knowledge and experience of their disease and treatment. Reciprocity proved a 
highly effective tool to assist with sharing of power. 
2.10.2 Reciprocity 
Reciprocity as a core principle of Indigenist research is essential in any project 
aimed at improving the health of Aboriginal people (1). Reciprocity within the context 
of interviews with participants (37) and judgment used by researchers in the field 
can benefit greatly from reflexive practice. For example, during an interview a 
participant turned to me and asked, ‘So, what’s it like being a renal nurse?’ As I 
attempted to answer this question honestly and clearly, a rich conversation ensued 
where we compared our perspectives. What I had intended to be an interview where 
I listened to someone else’s story, became a two-way dialogue and true ‘yarning’.  
Journaling about this later, I realized that my concept of reciprocity was extended 
from reciprocal actions, for example providing transport and reimbursing costs, to a 
reciprocal exchange of ideas and experiences. 
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As my interactions with participants evolved from nurse/patient encounters in a 
hospital environment, to relating as people in a more neutral space or in their own 
environment, I became acutely aware of shifts in relational dynamics. Participants 
came to know me as a woman, the partner of a man with ‘their’ disease and a 
researcher. These new relationships clearly influenced their stories and enhanced 
disclosure (38).  
We had a really good yarn. I gave her some background on where I 
have come from. We shared our experiences of visiting the outback 
and yarning with people from other areas. She wanted to hear about 
my life, renal nursing, and my man’s illness  (Journal entry, 
24/3/2011). 
 
2.11 Health system reflexivity 
Much of my reflexive practice was triggered by my observations in the clinical 
setting of behaviours I considered racist. The realisation that I was working within a 
predominantly racist system, where attitudes are entrenched, prompted me to 
examine my own level of cultural awareness and communication style as these are 
employed in my nurse role as part of the health system myself.   
I don’t fit in with the nursing/medical culture of judgment of Aboriginal 
patients. Blaming them as ‘non-compliant others’ instead of asking 
why their health status has not improved. If more of us would listen 
to Aboriginal people we might glimpse the world through other eyes 
(Journal entry, 3/08/2010).  
Whilst I realised I had much to learn in this area, my journal describes some of my 
colleagues labelling Aboriginal people as ‘others’ (37, 39) and deeming them as 
responsible for health problems resulting from their lifestyle choices and non-
compliance with the Western model of health care. 
I was horrified to hear ***** telling a patient that she should ‘get with 
the program and forget about her family’s crap if she wanted to live’.  
He did not even bother to ask her why she had missed dialysis, just 
assumed it was her fault (Journal entry, 26/09/2008). 
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This culture of judgment and blaming of Aboriginal patients persists (40), despite 
increasing numbers of non-Aboriginal people suffering similar patterns of lifestyle-
induced chronic illness. The Barker Hypothesis suggests that stress, colonization 
and other forces influence rates of illness in Aboriginal people (41, 42). This 
hypothesis proposes that intrauterine malnutrition and other stressors result in low 
birth weight, common in Aboriginal infants, which in turn ‘predisposes individuals to 
type 2 diabetes, hypertension, dyslipidaemia and cardiovascular disease’ (43).   
Aboriginal people often experience racist attitudes in health institutions, where 
discriminatory policy and practice are ‘embedded in organisational structures, often 
covertly’ (44). Unless there is critical reflection on the racist assumptions that 
underpin service provision, this covert form of racism within health institutions will 
continue. Durey’s position is amply supported in my journal: 
An Aboriginal woman on dialysis had extreme levels of physical, 
emotional and spiritual pain. Like so many people in constant pain, 
she dealt with this pain by substance abuse a lot of the time, using pot 
and high doses of prescription drugs to get through it all. There was 
judgment from staff around her drug use, with little empathy or respect 
(Journal entry, 26/05 2010). 
For Aboriginal people experiencing chronic disease, hospitals represent daunting 
and culturally alien organizations where many have seen their family members go to 
die (40). The fear and confusion experienced by Aboriginal people when initiated 
into haemodialysis in hospital is well known (45). The findings of this study, reported 
in detail elsewhere, revealed that family is the overall mediating factor for Aboriginal 
people on dialysis. Family enable and motivate them to endure and face challenging 
and often overwhelming circumstances.  
Family commitments are often prioritised ahead of treatment, with Aboriginal 
patients viewing this as relational accountability to their families. Service providers, 
however, consider this non-compliance with treatment. This conflict of thinking 
clearly demonstrates the lack of cultural safety for Aboriginal people within a health 
system which has historically overlooked the importance of family and the 
complexity of interrelationships between Aboriginal people and the places they 
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occupy (46) p.19. Reflexive practice has led me to conclude and argue that this 
situation demonstrates endemic institutionalised racism. 
Chronic health disparities for Aboriginal people are underpinned by complex 
historical, political and economic factors, and it is necessary to acknowledge and 
address barriers to better health care and outcomes for Aboriginal people (16, 47). 
Despite evidence of strong links between colonisation and adverse health 
outcomes, institutionalised racism still exists within Australian health systems (48), 
and until this is recognised and service delivery adjusted accordingly, there can be 
no change.  
If we nurses focused on showing respect, responsibility and reciprocity to all, 
our Aboriginal patients may find being under our care a more comfortable 
place to be (Journal entry, 25/2/2012). 
2.12 Lessons learned 
This article has outlined three layers of reflexive practice that I have labelled as 
‘self’, ‘interpersonal’ and ‘health system’. These layers assisted me as a non-
Indigenous clinician/researcher to engage more effectively in research aimed at 
improving services and health outcomes for Aboriginal people. I have detailed 
influences on my thinking and how reflexive practice has evolved in the context of 
my research. The tools of reflexive practice include regular personal and 
professional journaling, as well as ongoing collaboration and discussion with 
Aboriginal people as research colleagues, and co-investigators/supervisors. These 
tools as elements of reflexive practice relate to a conceptual framework that 
describes the method of research practice underpinning the study, and maps how 
my roles influenced it. (Figure 2.2) 
I have described how self-reflexivity and the unpacking of my white privilege 
resulted in my embracing an Indigenist paradigm to inform methods used to explore 
the research question through the eyes of participants. Interpersonal reflexive 
practice explores and clarifies how multiple roles and the self are managed in 
relationships with others. Critical examination of the health system that Aboriginal 
patients must negotiate to access treatment is the third layer of reflexive practice, as 
I examined issues such as institutionalised racism, victim blaming, and hospitals as 
daunting and alien environments.    
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Insights and recommendations emerging from the stories of Aboriginal participants 
were based on analysis that was influenced by Aboriginal colleagues through the 
CRG. In this context, reflexive practice and Indigenist theory have helped me learn 
that I am merely the research ‘instrument’. My role is to act rigorously and 
independently, but also as a conduit between the Aboriginal community and the 
health system to discover strategies that will return to Aboriginal patients some 
degree of self-determination and control that reliance on the health system has 
removed. 
Through reflexive practice I discovered that positioning and separation of roles was 
of far less importance than how effective I am as a well-honed research ‘instrument’ 
that can contribute to improvements in treatment and health outcomes for the 
Aboriginal people with whom I am working. I realised that the key to being an 
effective ‘instrument’ was aligning the three lenses through which I viewed the 
study, incorporating respect, responsibility and reciprocity. Reflexive practice used 
in this manner can help manage complex relationships within Indigenous health 
research, aiming for clarity based on deep reflection and understanding that is 
validated by Aboriginal participants and colleagues. 
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3. THE EXPERIENCE AND PERCEPTIONS   
OF ABORIGINAL PEOPLE RECEIVING 
HAEMODIALYSIS IN RURAL NEW SOUTH 
WALES, AUSTRALIA 
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3.1 Introduction to chapter 
 
This chapter contains an original research paper that has been submitted for 
publication to an international, peer-reviewed journal. This paper reports the findings 
of the data analysis of in-depth interviews with 18 Aboriginal haemodialysis 
recipients in a rural/regional setting in New South Wales, Australia. The interviews 
were unstructured, and participants were encouraged to ‘yarn’ about their 
experiences within renal units and about renal service delivery to their people from 
their perspectives.  
3.2 Aboriginal haemodialysis recipients report their experiences and 
perspectives of renal services in rural New South Wales, Australia 
(Manuscript) 
 
 
 
 
 
 
Article summary 
 To describe Aboriginal patients’ lived experience and perspectives of 
haemodialysis in regional renal service in Australia 
 To identify strategies from the patients themselves for improvement to renal 
services for rural Aboriginal people. 
Key messages  
 A patient journey was described: from late diagnosis and crisis 
commencement of dialysis through developing coping strategies supported 
by family, to wanting more cultural safety within renal services and a desire 
to contribute to education of their younger generations about kidney disease. 
 Family provides the motivation and support for rural Aboriginal people to 
endure and continue life supported by haemodialysis. 
Reference 
Rix EF, Barclay L, Wilson S, Stirling, J, Tong, A., 2014. “Beats the alternative but 
it messes up your life”: Aboriginal people’s experience of haemodialysis in rural 
Australia. BMJ Open. In press.  
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 Family-centred care and increased cultural safety and competence within 
renal services requires a renal specific Aboriginal support role and increased 
access to home dialysis to enable patients to remain in their communities. 
Strengths and limitations 
 This is the first qualitative study to focus on the perspectives of rural 
Australian Aboriginal people on haemodialysis. 
 Our study included 86% of the Aboriginal patients receiving haemodialysis in 
the rural region where the study took place. 
 Aboriginal people from one rural region of Australia were included; therefore, 
transferability is uncertain. 
 
Abstract  
Objectives 
Australian Aboriginal people have at least eight times the incidence of end-stage 
kidney disease requiring dialysis than the non-Aboriginal population. Provision of 
health services to rural Aboriginal people with renal disease is challenging due to 
barriers to access and cultural differences. We aimed to describe the experiences of 
Aboriginal people receiving haemodialysis in rural Australia, to inform strategies for 
improving renal services.   
Design 
A qualitative design incorporating Indigenist research methodology and Community 
Based Participatory Research principles. In-depth interviews used a ‘yarning’ and 
storytelling approach. Thematic analysis was undertaken and verified by an 
Aboriginal Community Reference Group. 
Setting 
A health district in rural New South Wales, Australia. 
Participants 
Snowball sampling recruited 18 Aboriginal haemodialysis recipients. 
Results 
Six themes emerged which described the patient journey: ‘The biggest shock of me 
life’ expressed the shock of diagnosis and commencing dialysis; ‘Beats the 
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alternative but it messes up your life’ explained how positive attitudes to treatment 
develop; ‘Family is everything’  described the motivation and support to continue 
dialysis; ‘If I had one of them nurses at home to help me’ depicted acute hospital 
settings as culturally unsafe; ‘Don’t use them big jawbreakers’ urged service 
providers to use simple language and cultural awareness; ‘Stop ’em following us 
onto the machine’ emphasised the desire for education for the younger generations 
about preventing kidney disease. An Aboriginal interpretation of this experience, 
linked to the analysis, was depicted in the form of an Aboriginal painting. 
Conclusions 
Family enables Aboriginal people to endure haemodialysis. Patients believe that 
priorities for improving services include family-centred and culturally 
accommodating healthcare systems, and improving access to early screening of 
kidney disease. Inclusion of Aboriginal patients in cultural education for renal staff is 
recommended. Providing opportunities for patients to educate young Aboriginal 
people about kidney disease prevention may be highly effective and empowering.  
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3.3 Introduction 
In Australia, Aboriginal people have multiple risk factors for renal disease (1). 
Significant disparities exist between the numbers of Aboriginal people with renal 
failure, compared with non-Aboriginal Australians (2). Aboriginal and Torres Strait 
Islander people are eight times more likely to have chronic kidney disease (CKD) 
progressing to end-stage kidney disease (ESKD) than the general population (3, 4).   
 
Patients on haemodialysis (HD) suffer loss of independence and freedom, inability 
to work, social isolation and fear of the future (5, 6). These are reported in other 
Indigenous people with ESKD (7, 8). Studies in Canada have found that for 
Indigenous patients receiving HD access, relocation, separation from family and 
cultural issues influence health outcomes (9). Similarly, in the Australian context, 
relocation and separation have profound negative impacts on individuals, families 
and whole communities (10, 11).  
 
Haemodialysis can be done in-centre or at home. The majority of Australian 
Aboriginal people receive HD in tertiary renal units in large hospitals or smaller 
satellite units (12). Patients often form long-term relationships with staff in renal 
units. These relationships can be vehicles for transferring information and are 
therapeutic in nature (13). When these relationships do not work well, the resulting 
disempowerment and dislocation in patients’ lives can have a devastating effect on 
their already compromised health and family (9, 14).  
 
A better understanding of the experience and perspective of Aboriginal HD patients 
can inform service provision to improve clinical outcomes and quality of life. The 
perspectives of Australian Aboriginal people receiving HD in rural areas, where the 
majority of Aboriginal people reside, remain understudied (14-16).   
 
The aim of this paper is to describe the experience and perspectives of rural 
Aboriginal people on haemodialysis. The findings may be used to inform strategies 
for service improvement and improve health and well-being of rural dwelling 
Aboriginal people with CKD. 
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3.4 Methods 
3.4.1 Context 
This study examined the experience and perceptions of Aboriginal people receiving 
HD in an Australian regional area, to which rural patients travel for treatment. This 
region has 3.5% (1) of the population identifying as Aboriginal or Torres Strait 
Islander; however, at the time of this study they represented 18% of those on HD. 
The rising incidence of Type 2 diabetes is resulting in an increasing number of 
Aboriginal people experiencing renal failure at a much younger age than non-
Aboriginal Australians (17).    
 
The study was embedded in an Indigenist research paradigm, using Indigenous 
methodologies (18, 19) and principles of Community Based Participatory Research 
(CBPR) (20). Indigenous scholars describe Aboriginal ways of knowing and being 
as located within relationships. The fusion of Indigenist and CBPR methodologies 
created a collaborative and participatory approach to a study that is evident in the 
analysis reported here. Relationships are central to working in partnership with the 
community under investigation. Prior to commencing the study, a Community 
Reference Group (CRG) of ten members was formed. This group included 
Aboriginal renal patients, Elders and Aboriginal health workers and provided the 
researchers with cultural and analytic guidance, ensuring Aboriginal perspectives 
were accurately represented.   
 
An integral part of the Indigenous methodology is to protect the raw narrative in the 
presentation of the results (21). Therefore, themes and sub-themes were presented 
in the words of participants. According to Australian Indigenous scholar, Rigney 
(who created the term, Indigenist research), ‘Privileging Indigenous voices in 
Indigenous research’ is key to ‘addressing their history of exploitation, suspicion, 
misunderstanding, and prejudice’ (22)p.116. This approach also fulfils the wishes of 
members of the CRG guiding the research. In accordance with Indigenist methods, 
where relational accountability is central, the research team must be acknowledged 
and their positioning understood (23, 24). The first author is a renal nurse and 
researcher and the wife of a man with CKD. The complexity of her overlapping roles 
posed ethical, cultural and methodological challenges requiring a deeply reflexive 
approach, which became central to the methods used (25). Co-authors comprise an 
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experienced researcher with Aboriginal people, two Indigenous scholars and a 
social scientist.  
3.4.2 Participants 
Aboriginal patients were eligible to participate if they were aged over 18 and 
received HD through the renal service in the study. Fliers were placed at dialysis 
units and Aboriginal controlled medical services (AMSs). Potential participants 
contacted the first author if interested. A form of snowballing via word of mouth (26) 
within the Aboriginal dialysis community extended the study, with early interviewees 
independently endorsing participation to fellow patients. Of the 21 eligible Aboriginal 
HD patients in this region, 18 participated. The three who did not participate 
comprised one who declined and two who were too acutely unwell to participate. 
Table 3.1 summarises participant characteristics. 
 
Table 3.1.  Aboriginal patient characteristics (n=18) 
Participant characteristic                                         N           %                
Gender  
 
 
     Male      9 
 
  (50) 
     Female 
 
     9 
 
  (50) 
 Age (years)   
     30-39      4   (22) 
     40-49      2   (11) 
     50-59      8   (44) 
     60-69      3   (17) 
     70-79      1    (6) 
Time on haemodialysis 
 
 
 
 
       < 1 year      2    (12) 
     1-5 years      3    (17) 
     5-10 years     10    (56) 
     > 10 years      3    (16) 
 
3.4.3 Data collection  
Interviews were conducted by ER at a location preferred by participants, (in most 
cases their homes) between March and November 2011.  A ‘yarning’ technique was 
throughout the interviews.. Yarning is a word used by some Aboriginal people and 
means ‘Let’s have a chat’ (27). In a research context, yarning through interviews 
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involves an informal and reciprocal exchange of information congruent with 
Aboriginal communication styles. This approach is culturally appropriate, enhances 
participant rapport and promotes open and honest discussion (28). Initial rapport 
was established through ‘yarning’ about topics unrelated to the study. While there 
was no set interview guide, participants were encouraged, with consistent prompts, 
to ‘yarn’ about their experiences with renal service providers, and to suggest ways 
for improving their dialysis experience. All interviews were recorded and transcribed 
verbatim. 
 
Field notes describing participant characteristics, level of disclosure, family 
dynamics, and general context of each person’s story were recorded after each 
interview (26).  
3.4.4 Ethical considerations 
Ethical approval was obtained from the local Health Service, an Aboriginal 
Research Council, and the relevant University Research Ethics Committee. All 
participants signed an informed consent form. 
3.4.5 Data analysis  
Transcripts were entered into NVivo 9 (™ QSR International). The analysis used 
Strauss’s grounded theory coding methods, where coding moves from open 
(describing concepts) to axial (developing concepts), to selective coding, focusing 
on one category at a time to build, discuss and reflect on explanations from dense 
coding (29). Preliminary themes were developed by ER by re-listening to interviews, 
rereading transcripts and note-taking. ER inductively coded concepts in the 
transcripts, grouping similar concepts. She then searched for relationships between 
these and further substantiation within the data.  The CRG and co-authors then 
contributed to the interpretive analysis of the descriptive themes.  The first author 
then searched for relationships between these interpretations and further 
substantiation within the data.  Final themes and interpretations were validated by 
the CRG. 
3.4.6 Rigour 
To confirm the analysis, several transcripts were reviewed independently by co-
authors, then discussed and agreed across the researchers. Preliminary findings 
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were presented to the CRG for critique and comment. Members confirmed that the 
analysis reflected their own experiences of receiving dialysis or, if health workers, 
their work with Aboriginal HD recipients. Discussions and feedback from this group 
helped clarify themes and verified the analysis. The Aboriginal artwork depicting 
study results in cultural imagery was painted by an Aboriginal woman on HD after 
this session, demonstrating that the analysis ‘rang true’ to her as a patient (Figure 
3.1).  
3.5 Results 
3.5.1 Parallel Indigenous and Western biomedical perspectives 
The results are presented from an Aboriginal perspective, and linked to the word-
based data (i.e. themes presented as quotes). The parallel Aboriginal interpretation 
illustrates the journey ‘along the river of life’ as experienced by Aboriginal people on 
haemodialysis. Themes are presented in the words of participants to maintain 
authenticity and the spirit of Aboriginal leadership throughout the study, then 
transposed into ‘western’ health service related concepts (Figure 3.2). 
 
Six themes emerged reflecting the trajectory of the patient journey (30), from 
diagnosis to acceptance of their ESKD and motivation to continue treatment. The 
Aboriginal artwork depicts this journey under the ‘Sun’ which represents the 
centrality of ‘Family’, with the sunrays depicting the love and support of family that 
enables Aboriginal HD patients to continue their journey along the ‘river of life’ once 
they start dialysis. The six footsteps depict each stage of their journey along ‘the 
river of life’. 
 
‘The biggest shock of me life’  
Most participants reported being diagnosed late in the progression of their CKD, 
feeling they had little education prior to commencing HD. In expressing their 
reaction to diagnosis and commencement of HD, they felt life as they had known it 
was suddenly over or changed forever.  
It was the biggest shock of me life ... one day I was running around 
like a mad thing and all of a sudden my life was taken away from me. 
(Woman, 50s).  
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Figure 3.1: The journey of Aboriginal people on haemodialysis in rural 
Australia 
 
Despite having family members with CKD, some felt invincible and thought CKD 
could not happen to them.   
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Yeah, you think I’d have woke up a bit what with my father being on it, and 
passing away on it, but I just thought it’ll never happen to me, as a lot of 
young fellas do. I was only 34 when I started. (Man, 30s)  
‘I didn’t know I had kidney disease’ 
Many participants described being unaware of their ESKD until they suddenly 
became ill, requiring hospitalisation. 
 
I didn’t know I had kidney problems ’cause I was pretty active, fishin’ 
huntin’ golfin’ ... until one day I felt a bit crook there ... so they rushed 
me to hospital and when I woke up I was in the intensive care ward 
.... and they said, ‘Oh, you have to go down to dialysis and get blood 
into you. Your kidneys have had it’. (Man, 50s) 
 
Many initially felt overwhelmed by the enormity of the situation and the amount of 
information they were required to absorb. 
 
But that time of first meetings with the specialists, with renal nurses,  
they was explaining a lot of things ... which actually just went in one 
ear and out the other, because you’re just still going through the initial 
shock. (Woman, 50s)  
‘I didn’t know what to expect. Nobody told me’ 
Participants believed they had not received adequate pre-dialysis education. They 
felt unprepared and anxious. One participant described feeling fearful and helpless 
during her first dialysis session. 
 
Now I had no training, nobody talked to me about what to expect, 
when I first went on ... I could not believe what was going on with me 
... I had the most horrible anxiety attack. I just wanted to scream, pull 
the needles out and run ... They just come along and jabbed me with 
the needles, strapped me up with sticky tape and started pressin’ 
buttons. (Woman, 50s) 
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Figure 3.2: Thematic schema – Health service implications for Aboriginal people on haemodialysis in rural Australia   
 
‘The biggest 
shock of me life’
Distress and shock 
of diagnosis and 
starting dialysis
‘If I had one of 
them nurses to 
help me at home’
Preference for 
home or community-
based dialysis
‘Don’t use them 
big jaw breakers’
Overwhelmed by 
medical terminology  
& lack of cultural 
safety 
‘Stop em
followin’ us onto 
the machine’
Prevent CKD 
in the next 
generation
‘Beats the 
alternative but it 
messes up your 
life’
Developing positive 
attitudes towards 
treatment
‘Family is 
everything’ 
Motivation and  
support to continue 
treatment 
‘Didn’t know I had 
kidney disease’
Early diagnosis to 
prevent crisis and 
shock initiation
‘Nobody told me 
what to expect’
Participants 
reported lack of pre-
dialysis education
‘You dig yourself a 
very lonely hole’
loneliness and 
isolation, even 
within their family
‘Your life is 
committed to that 
machine’
Severe limitations 
on ability to fulfil 
family obligations
‘But finally I come 
to terms with it’
Acceptance of 
dialysis as part of 
daily life
‘They like 
fussing 
over me’
Love and support of 
family gives security 
and support
‘Hard on the 
Jarjums’
Burden of care on 
children caring for 
parents
‘Too many funerals 
for us mob’
‘Spiral of grief’: 
Early mortality from 
chronic disease
‘I thought I had 
come to the 
morgue’
Anguish and 
discomfort in large 
acute renal units
‘It’s my second 
home now’
Smaller satellite 
units more 
comfortable places 
to be
‘Staff need to 
have Aboriginal 
cultural values 
about ‘em
Lack of cultural 
awareness 
impacts 
negatively on 
communication
Fear of 
interaction with 
health services 
from traumatic 
experience of 
extended family 
in the past 
‘We gotta get em in 
the schools’
School-based 
health promotion
‘They don’t care 
what they eat’
Awareness of poor 
diet and impact on 
kidney health
FAMILY - Motivation & support to continue haemodialysis 
T
h
e
m
e
s
S
u
b
T
h
e
m
e
s
PDF compression, OCR, web optimization using a watermarked evaluation copy of CVISION PDFCompressor
  
89 
 
Another woman expressed her distress when doctors talked amongst themselves at 
her bedside without telling her she was about start dialysis. 
 
If the doctor had explained to me that I was going onto the kidney 
machine I would have by all means understood. He talked with the 
other doctors and I could hear him saying something about kidney 
failure, but they never once told me that I was getting on the kidney 
machine. (Woman, 40s) 
‘Beats the alternative but it messes up your life’  
Participants believed they developed a more positive attitude once they became 
used to HD. They appreciated it was life sustaining and accepted regular treatment 
was now part of their life.  
 
 I start to get used to the idea now. At least it keeps me alive. (Man, 
50s) 
 
‘You dig yourself a very lonely hole’ 
Some participants expressed feeling lonely and isolated. Several felt they wanted to 
die, as they believed their family members could not understand the enormity of the 
physical and emotional impacts of HD. They reported overcoming these thoughts, 
however, once they came to terms with HD.   
 
You‘re stuck with it, all alone and that’s when I started feeling real bad 
... I was going to do myself in ... but I’ve sort of got used to it now. 
(Man, 40s) 
 
‘Your life is committed to that machine’ 
Participants became aware of the drastic changes in their lifestyle and restrictions 
imposed by dialysis. Being unable to work at home or travel to paid employment, 
visit family or take a holiday were common.  
 
Dialysis changes our life, just like that you know. Yeah, we can’t even 
do things and can’t go anywhere ... used to go out every day, go 
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away to get work. Now can’t even push the mower. It messes the 
fistula up. (Man, 30s) 
 
‘But finally I come to terms with it’ 
Participants recognised that HD was:  
 
A big adjustment in your life and your lifestyle; you can either do it 
and get on with it or, it’s your choice. Life is what you make of it. This 
is what I have to do for the rest of my life to look after myself. 
(Woman, 60s) 
‘Family is everything’  
Participants described their motivation to stay alive on HD for their families, wanting 
to see their children and grandchildren grow up.  
 
I just live day by day, and I just thinkin’ of my kids all the time. Yeah, 
that’s what keepin’ me goin’ seeing my boys, seeing the littlies and 
my daughter. (Woman, 30s)  
 
People described high levels of support and care from their families, with offers to 
donate kidneys or support them to have home HD.   
 
My oldest boy put his hand up and said, ‘Well, Mum, I’ll give you my 
kidney,’ my other son said, ‘Mum, I’ll come and be your carer,’ and 
my baby son said, ‘I’ll learn the machine with you.’ So straight away 
the family was onto it, wanted to deal with it with me. (Woman, 50s) 
 
‘They like fussing over me’ 
Participants felt secure and motivated to persevere with HD because of the love and 
care of family. 
 
Anything I need, they’re there. You know, it’s not just like going in with 
the flu. You need a lot of support; there’s a lifelong commitment. And 
you’ve got to have that support there’. (Woman, 60s)  
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‘Hard on the jarjums [kids]’ 
With the majority of patients being in their 40s and 50s, there was a common theme 
of not wanting to have their teenaged and young adult children burdened with their 
care.  
 
I don’t want her stuck here lookin’ after me all the time, ’cause she 
only young and she wants to go and have a break. (Woman, 40s) 
 
‘There’s too many funerals for us mob’ 
All participants had family members with chronic disease, with many passing away 
prematurely. A universal theme of ‘too many funerals’ is testament to high levels of 
sickness, grief and loss.  
 
I started dialysis in my late 20s and lost me mother and father at an 
early age and ... our older sister passed too. [Man, 30s] 
 
There’s only me and another fella now, in our age bracket only alive.  
The rest died ...  It’s sad, ’cause they would have been the same age 
as me and I could relate to those fellas you know, sit down and have 
a good yarn to them. (Man, 50s) 
 
‘If I had one of them nurses at home to help me’  
Most participants felt dissatisfied with current services, expressing their preference 
for home HD supported by renal nurses. Many were reluctant to ask their family to 
take responsibility for home dialysis in addition to caring duties. Most, however, 
would be willing to have HD at home with increased access to clinical support. 
 
She’s not really keen to do it. I’m wanting to do it, but she’s a bit 
frightened that something might go wrong and she don’t wanna do it 
and take responsibility. (Man, 30s) 
 
‘I thought I had come to the morgue’ 
Participants accessing HD in the tertiary unit experienced the most distress and 
they struggled to accept having to spend three days per week in an environment 
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which they felt lacked cultural understanding. They expressed significant anxiety 
and discomfort at what they considered an alien environment. Being an outpatient 
beside acutely ill in-patients was confronting.  People perceived the staff as too 
busy to talk and develop relationships with them. 
 
To be quite honest I was a bit uncomfortable in going there ... I felt 
like I was just a statistic. They didn’t get to know you like the ones up 
here [in a smaller unit].  (Man, 30s) 
 
When I looked round I seen all these old white people sittin’ in the 
chairs and like I was walkin’ into a morgue, very quiet ... It were just 
like it was dead in there and I had to go in there and be treated for the 
dialysis. (Man, 60s) 
 
‘It’s my second home now’ 
In contrast, participants dialysing at smaller satellite units found them more 
welcoming. Staff had time to converse and develop supportive relationships. 
Participants appreciated the opportunity to build relationships with other patients, 
and felt the atmosphere more conducive to friendly conversation than in the large 
acute unit. 
 
‘We have really good staff. I think because it’s a small unit. It’s like 
everybody becomes closer; they become part of your family, 
Aboriginal and non-Aboriginal’. (Woman, 60s)  
 
‘Don’t use them big jawbreakers’  
Many participants were unable to understand information given to them, feeling 
overwhelmed by medical terms used when clinicians were explaining their ESKD 
and treatment.  
 
When the doctors and staff explain things to the Aboriginal patient, I 
found what they do, they talk in university words, big jaw breakers, 
instead of just talking plain English so they can understand it. (Man, 
50s).  
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Participants expressed reluctance to ask questions when they did not understand 
information.  
 
But the majority of our people are very shy; they frightened to ask 
questions of anybody, specially a white person, and that’s why they 
find they got a few problems, because they frightened to ask for some 
advice. (Man, 50s) 
 
People described their fears as they remembered the racism of the past when 
children could be taken from parents if they sought medical treatment.  
 
If our mothers took us to the doctors for any reason then the welfare 
would come and take us kids away. (Woman, 50s) 
 
‘Staff need to have some Aboriginal cultural values about ’em’  
Participants frequently commented on what they perceived to be a lack of cultural 
awareness among renal staff. They felt forced to yield themselves to the care of 
staff who they believed had little understanding of Aboriginal cultural issues. Many 
felt staff did not understand Aboriginal people’s reasons for prioritising family 
commitments over their treatment. Others felt disrespected, ignored or discriminated 
against because of their race.  
 
I think they need to get back to school ... learn about Aboriginal 
issues and cultural values. Because half the time their attitude 
towards Aboriginal issues and values keeps Aboriginals away. (Man, 
50s) 
 
A divergence from this experience occurred for participants dialysing at a unit with 
access to an Aboriginal support person. They felt understood and supported and 
able to call on her when they needed help or were struggling with their treatment. 
   
I just wanted to live a normal life and I knew that I couldn’t. I thought I 
could and I used to miss days ... the hospital would send ****** to 
come looking for me ’cause she knew which places I’d be and knows 
my family. She understood why I didn’t want to be there. (Male, 30s)  
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A participant who had worked in Aboriginal health stated that cultural awareness 
training needed to be delivered by Aboriginal people with knowledge and 
experience of being on dialysis. 
 
There be no good just any old black fella coming and talking to our 
staff about this because that fella don’t have clue what a dialysis 
machine looks like. He wouldn’t have clue what’s going through that 
Aboriginal’s mind ... so we need a dialysis patient to work at doing 
that with the staff ... partners or the mother to come in and talk about 
the cultural issues from the dialysis patient perspective. (Man, 50s) 
 
‘Stop ’em following us onto the machine’ 
Most participants felt concerned about their young people being at risk of CKD. 
They believed there was an urgent need for prevention programmes to educate 
young people about their risk factors. Some expressed their desire to be actively 
involved in this.  
 
And that’s where the older generation needs to get into the younger 
ones because they’re the next ones. They need to be well educated 
into what renal failure is all about, because if they don’t start at a 
young age, it’s too little too late. (Man, 30s)  
 
They felt education materials they had seen were not relevant to their community, 
featuring Aboriginal people with a cultural context far removed from theirs. Some 
wanted to contribute to locally produced educational resources. 
 
I’d like to do a video about my  lifestyle, what I done and how I did it, 
and how I ended up on the dialysis you know ... sort of not scare ’em, 
but educate ’em to look after your body, cause  your body is very  
important. (Man, 50s)   
 
‘We gotta get 'em in the schools’ 
Participants emphasised the need for health promotion in schools, where their 
children and grandchildren could be exposed to information about prevention.  
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‘They don’t care what they eat’ 
 
It’s a good idea going into the schools ...  when I first got onto the 
kidney machine, that’s one of the first things I thought about. Kids of 
20 years old ... they got no idea about how much Coke and shit that 
they’re drinkin’, how much MacDonald’s that they’re eatin'. (Woman, 
40s) 
 
3.6 Discussion 
Haemodialysis has a devastating impact on rural Aboriginal people, whose lives are 
disrupted by relocating or travelling long distances to access treatment (31). They 
feel isolated, even within their families, as they struggle to cope with the severe 
ramifications of life dependent on an acute health system which is culturally alien. 
Participant stories described individual responses to illness and treatment and 
problems within the health system; however, all participants identified family as their 
motivation for continuing life dependent on HD. These results resonate with other 
qualitative studies (11, 31-33), with family of paramount importance to Aboriginal 
people, given their relationship obligations originating from traditional kinship 
structures (34, 35). The painting of an Aboriginal view of the patient journey was 
developed by the artist following discussions in the CRG around the analysis 
(Figure 3.1). It provides Aboriginal insights into the experience and helps inform 
improvements to health systems that need to be shaped by family and cultural 
imperatives.   
 
The study reveals people’s shock at late diagnosis and crisis commencement onto 
HD, depicted in the initial theme. Earlier detection can slow progression of CKD 
(36). Despite policy directives aimed at early diagnosis (37), this study and similar 
work find Aboriginal people still experiencing late diagnosis (31, 38). Discussions 
with the study’s CRG confirmed the need for screening programmes to be provided 
through primary healthcare settings such as through AMSs. Increased collaboration 
between AMSs, a trusted healthcare source for many Aboriginal people (34), and 
mainstream health services was seen as key to earlier diagnosis and slowing 
disease progression.  
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Lack of pre-dialysis education and understanding of CKD emerged strongly from the 
data, causing significant distress. These findings are supported by previous studies 
in remote and metropolitan settings (16, 39). Employing Aboriginal people within 
renal services to bridge cultural gaps between patients and staff can ameliorate this. 
An Aboriginal person present during interactions between patients and staff 
increases cultural safety for Aboriginal patients (34). Importantly, this Aboriginal 
support and advocacy should start at diagnosis and commencement of a pre-
dialysis pathway. This first theme is cyclically linked to the last, where participants 
expressed a strong desire to educate their children to prevent them following them 
on their dialysis journey. 
 
Our findings are consistent with studies conducted internationally (8, 9) and within 
Australia (14, 16, 40), where patients reported experiences of disempowerment and 
dislocation, lack of understanding and limited cultural awareness from some service 
providers and the health system generally. Previous Australian studies confirm the 
importance of family for Aboriginal people and the negative impact of separation 
from family on treatment outcomes (32, 41). Family is the core component of the 
artwork and also of the study’s analysis, which highlights the vital role of family in 
helping people to endure and survive. Health and well-being are inextricably linked 
to family (41). Participants’ desire to stay alive for family provided motivation to 
continue treatment and endure the challenging circumstances they faced.   
 
Aboriginal patients often prioritise family commitments over the demands of HD 
(42), as fulfilling family responsibilities is of greater priority than treatment 
adherence. This conflict between family and health system obligations raises 
serious questions about cultural safety when participants must negotiate a health 
system dominated by non-Aboriginal health professionals who may not understand 
the importance of family and ‘the complexity of the interrelationships between 
Aboriginal people and the places they occupy’ (43) p.19.   
 
Participants’ anxiety at the burden of their care on their children illustrates the high 
levels of morbidity and mortality for Aboriginal renal patients, forced to commence 
HD decades earlier than non-Aboriginal people (17, 44). The despair at the impact 
of chronic disease on their communities identified in the analysis highlights the early 
mortality, of too many funerals for many Aboriginal people (45, 46). Chronic disease 
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resulting in disability and morbidity for people in their 30s, 40s and 50s requires 
flexible care models addressing the cultural imperatives of Aboriginal patients (45, 
47) and their families. This is a worldwide problem recognised by WHO (48) and 
closer to home in New Zealand, where a study found health systems lacked an 
understanding of the importance of genuine, respectful relationships with patients, 
citing engagement of whänau (family) as key to service improvement  in chronic 
disease (49). 
 
Patient-centred care requires healthcare systems to centre on the needs and 
preferences of patients (50). Our study confirms that the relational nature of 
Aboriginal social structures demands a broader view of patient-centred care, with 
the focus on family, and confirms that ongoing treatment creates a pressing need 
for family-centred health services (45). This requires culturally competent health 
systems. Most participants expressed a strong desire for home HD, a cost-effective 
service model that reduces travel and cross-infection risk when dialysis is removed 
from hospital settings (51, 52). This is supported by the artwork where the only 
‘place’ Aboriginal patients want to be is home with family. Participants reported 
inadequate support for home HD staff under existing services. It is arguable that 
reducing the cost of hospital HD by increasing support for home HD could fund 
increased home visits and clinical support from renal staff. Data from our study 
concurs with previous work suggesting that Aboriginal HD patients taking 
responsibility for their own treatment within their own community have improved 
their knowledge and understanding of ESKD.  There are positive effects from 
patients feeling secure in their own community and improved health outcomes,  (16, 
53, 54).  These studies demonstrate that Aboriginal community control of delivery of 
HD treatment in remote locations in partnership with good tertiary care can result in 
health outcomes similar to those of non-Indigenous patients. 
 
Difficulty in understanding information about their disease and treatment left 
participants feeling reluctant to engage with clinicians or ask questions. They also 
felt a lack of cultural safety within renal units, where there was limited understanding 
of Aboriginal cultural obligations. Aboriginal people in remote Australia and 
internationally have experienced similar barriers to effective renal care (14, 55). 
Shortfalls in cultural safety limit Aboriginal patients’ ability to access information 
about their disease and treatment (56, 57). Participants lacked the confidence to 
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ask questions when they did not understand information provided. This is further 
compounded by participant fear resulting from past interactions with health services, 
when overt racism and discrimination were entrenched within government policies 
and practice. The ‘hands’ in the painting signify ‘reconciliation’ and a closer 
understanding between Aboriginal patients and their renal clinicians, which the artist 
envisaged being brought about by this study.   
 
The suggestion that patients themselves deliver cultural awareness to renal staff 
may improve cultural safety for Aboriginal HD recipients. Staff could learn from 
Aboriginal patients, developing positive reciprocal relationships in their clinical 
setting. Participants also emphasised education strategies for their children, 
providing opportunity for re-empowerment of Aboriginal people disempowered by 
their ESKD. Involving existing Aboriginal HD patients in this process may be a 
powerful tool to engage young people, with education and information being 
delivered by their Elders (46). Achieving this would be an important step towards 
returning self-determination and control to Aboriginal HD patients that reliance on 
mainstream health services has removed (26). Elders are a preferred source of 
knowledge about managing chronic disease within Indigenous communities (46, 
58). 
 
Despite much being published addressing culture and chronic disease, it appears 
that health services are failing to incorporate these principles into service design 
and delivery. If renal service provision to Aboriginal people is to improve, the 
overlapping principles of family-centred care, cultural safety and competence need 
to be incorporated into policy and practice. This study suggests that Australian 
health systems have difficulty understanding how to do this and have not yet 
succeeded in doing so. 
 
3.7 Conclusion 
The journey for Aboriginal people on HD reinforces the vital role of family, as the 
Aboriginal artist privy to the study and its findings depicts in the painting. There is a 
pressing need for family-centred care services that address current shortfalls in care 
and acknowledge the importance of family as a treatment modality.    
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Employing Aboriginal people within renal services to act as conduits between 
Aboriginal patients and hospital staff can bridge cultural gaps in services. Racism 
within renal units may be reduced by patients having a higher profile and assisting 
staff to understand an Aboriginal view.  
 
Late diagnosis of CKD requires an effective screening program aimed at prevention 
and delaying disease progression. Including Aboriginal dialysis recipients in 
education strategies aimed at informing young people of their risk of CKD could 
help, with participants suggesting ways to increase awareness of CKD through their 
engagement with their own young people. 
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4. SERVICES PROVIDERS’ 
PERSPECTIVES ON HEALTH SERVICES 
DELIVERY TO ABORIGINAL 
HAEMODIALYSIS RECIPIENTS IN RURAL 
NEW SOUTH WALES, AUSTRALIA 
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4.1 Introduction to chapter 
This chapter contains a paper published in 2013 reporting data collected in a series 
of interviews with a purposive sample of health service providers working with the 
Aboriginal participants in this study. The paper reports service providers’ 
perspectives on working with this group, with a focus on how service delivery may 
be improved. 
4.1.1 How to explore service provider positions on cultural sensitivity 
A major challenge I faced when preparing to interview service providers was how to 
elicit their attitudes and beliefs regarding working with Aboriginal people with end-
stage kidney disease (ESKD), and their opinions about current renal services and 
the health institutions governing service delivery. I knew that I could not simply ask 
people if they thought they displayed racist attitudes as individuals or whether they 
felt their clinical practice lacked cultural sensitivity and competence. In an attempt to 
elicit service providers’ core attitudes and beliefs about working with Aboriginal 
people, I wrote three fictionalised, one-paragraph scenarios based on the actual 
stories of the patients, gathered prior to the provider interviews. These case studies 
encompassed the key concerns identified in the patients’ data, including the 
apparent disconnect between the Aboriginal patient on haemodialysis (HD) and the 
services they must access. Reading these scenarios at the start of the interviews 
helped to focus interviewees on the issues to be explored, ensuring that the 
dialogue covered topics that were important to patients, including cultural 
competence and knowledge. This strategy proved to be an effective tool in eliciting 
participants’ levels of cultural knowledge, attitudes and beliefs, based on ‘real-life’ 
scenarios in a non-confronting manner (1). 
 
PDF compression, OCR, web optimization using a watermarked evaluation copy of CVISION PDFCompressor
  
107 
 
4.2 Service providers’ perspectives, attitudes and beliefs on health 
services delivery for Aboriginal people receiving haemodialysis in rural 
Australia: a qualitative study (Publication 3) 
 
 
 
 
 
 
 
 
4.2.1 Abstract 
Objective 
Providing services to rural-dwelling minority cultural groups with serious chronic 
disease is challenging, due to access to care and cultural differences. This study 
aimed to describe service providers’ perspectives on health services delivery for 
Aboriginal people receiving haemodialysis for end-stage kidney disease in rural 
Australia.  
Design  
Semi-structured interviews, thematic analysis. 
Setting  
A health district in rural New South Wales, Australia. 
Participants  
Using purposive sampling, 29 renal and allied service providers were recruited, 
including nephrologists, renal nurses, community nurses, Aboriginal health workers, 
social workers and managers. Six were Aboriginal and 23 non-Aboriginal.  
Results   
Improving cultural understanding within the healthcare system was central to five 
themes identified: rigidity of service design (outreach, inevitable home treatment 
failures, pressure of system overload, limited efficacy of cultural awareness training, 
Reference: 
Rix EF, Barclay L, Wilson S, Stirling, J, Tong A. 2013. Service providers’ 
perspectives, attitudes and beliefs on health services delivery for Aboriginal people 
receiving haemodialysis in rural Australia: a qualitative study. BMJ Open, 2013; 
3(e003581). doi:10.1136/bmjopen-2013- 003581 
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conflicting priorities in acute care); responding to social complexities (respecting but 
challenged by family obligations, assumptions about socioeconomic status, 
individualised care); promoting empowerment, trust and rapport (bridging gaps in 
cultural understanding, acknowledging relationship between land, people and 
environment, being time poor); distress at late diagnosis (lost opportunities, 
prioritise prevention); and contending with discrimination and racism (inherent 
judgement of lifestyle choices, inadequate cultural awareness, pervasive multi-level 
institutionalised racism, managing patient distrust). 
Conclusions   
Service providers believe current services are not designed to address cultural 
needs and Aboriginality, and that caring for Aboriginal patients receiving 
haemodialysis should be family-focussed and culturally safer. An Aboriginal-specific 
pre-dialysis pathway, building staff cultural awareness and enhancing cultural safety 
within hospitals are recommended. Increasing patient support for home 
haemodialysis may improve health and quality of care outcomes. 
 
Keywords 
Aboriginal, cultural safety, end-stage kidney disease, haemodialysis, rural  
4.2.2 Article summary 
Article focus 
 To elicit clinician perspectives, beliefs and attitudes about working with 
Aboriginal haemodialysis recipients in rural Australia 
 To identify strategies to improve experience, safety and treatment outcomes.  
Key messages 
 Service providers believe there needs to be cultural understanding at the 
systemic level to enable provision of flexible and culturally safer treatment 
and care for rural Aboriginal haemodialysis patients. 
 Additional renal nurse support is needed to enable Aboriginal people to 
access home haemodialysis, keeping families and communities intact. 
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 Patient-centred care should be replaced by family-centred care for Aboriginal 
people with serious chronic disease to improve health and quality of care 
outcomes. 
Strengths and limitations of this study 
 We actively sought a broad range of views and experiences through purposive 
sampling. 
 Our study included only service providers within a rural area of New South 
Wales, Australia. 
4.3 Introduction  
In Australia, the incidence of end-stage kidney disease (ESKD) among Indigenous 
people is eight times that of non-Indigenous populations (2, 3). Haemodialysis (HD) 
is the most common life-sustaining treatment for Aboriginal patients with ESKD. 
Health disparities, reluctance to engage with health services, miscommunication, 
and poorer treatment outcomes have been reported in Aboriginal people receiving 
HD (4, 5). Similar disparities and challenges exist for Indigenous peoples of other 
first world nations, for example, Canada, New Zealand and the United States (3, 6).   
 
Australian Aboriginal people suffer higher levels of mortality and morbidity from 
kidney disease than non-Aboriginal Australians (7). Diabetes is a leading contributor 
to ESKD and is a co-morbidity in the majority of patients, with frequent poor 
management of blood pressure and glycemic control also contributing factors (8, 9). 
Socio-economic disadvantage and late referral to a nephrologist are also known to 
increase morbidity and decrease survival time for ESKD patients (10, 11). Providing 
health services to minority cultural groups with chronic disease is challenging 
because of access and negotiating cultural differences (12, 13). In the Aboriginal 
population, further complications arise from past traumatic experiences when 
accessing mainstream health services (14, 15). The history of colonisation and the 
resulting trauma experienced has perpetuated distrust of western healthcare 
organisations (16). Power imbalances and lack of understanding between service 
providers and Aboriginal patients still exist (17).  
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Healthcare providers working with Aboriginal people have a responsibility to ensure 
cultural safety. Shortfalls in cultural safety limit Aboriginal patients’ ability to access 
information about their disease and treatment (18). This can contribute to reduced 
treatment adherence and increased morbidity and mortality for people already 
suffering a heavier burden of chronic disease compared to non-Aboriginal 
Australians (19, 20). Lack of trust and rapport between clinicians and Aboriginal 
patients can result in patient disempowerment and suspicion towards healthcare 
services (21). The attitudes of healthcare providers shape how care is provided to 
patients and can influence health service design. 
 
This study describes service providers’ perspectives on health services delivery for 
Aboriginal HD recipients in a rural region of NSW, Australia. A better understanding 
of this can inform strategies to promote cultural safety and improve quality of care.  
4.4 Methods 
4.4.1 Participant selection and setting 
Participants were recruited in a rural/regional location using a purposive selection 
(22) strategy to increase diversity across health professionals from a range of 
disciplines, years of experience, age and gender. Participants were identified by 
consulting senior clinicians and Aboriginal health workers. There were 23 non-
Aboriginal and 6 Aboriginal participants. Disciplines included in the sample were 
medical, nursing (renal, community and nurse practitioner), renal case managers, 
hospital management, health policy, social work, Aboriginal health workers and 
Aboriginal liaison officers. Interviews were held at a time and place designated by 
participants. Ethical approval was obtained from the local health service and the 
University of Sydney. Written consent was obtained from all participants. 
4.4.2 Data collection 
Semi-structured face-to-face interviews were conducted with service providers 
involved in the care of rural Aboriginal patients receiving HD. The question guide 
was developed, informed by literature and discussion among the research team. To 
stimulate discussion, participants were asked to read three case studies that were 
adapted from interviews with Aboriginal clients of the services. These were 
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developed in consultation with senior clinicians and piloted on several renal nurses, 
who gave positive feedback on how these ‘real life’ scenarios enabled them to focus 
on the challenges facing their Aboriginal patients. Based on interviews with 18 rural 
Aboriginal patients on HD, these case studies encompassed the key concerns 
identified by patients. Participants were asked to read the case studies prior to 
being interviewed. This helped to ensure that the interviews covered issues that 
were important to patients. This strategy was useful in eliciting participants’ levels of 
cultural knowledge, attitudes and beliefs, based on real life scenarios in a non-
confronting manner. This approach accords with grounded theory where ‘the entire 
research process is interactive ... we bring past interactions and current interests 
into our research, and we interact with our empirical materials and emerging ideas’ 
(23).   
 
Interviews were conducted between July and November 2012. Each interview 
averaged one hour, facilitated by the lead author (ER). Interviews were digitally 
recorded and transcribed. Data analysis was conducted concurrently during data 
collection, in accord with grounded theory methods (23). Theoretical saturation (24) 
was reached at approximately 24 interviews; however, with a total of 29 of 31 
invitees responding and wanting to be participants, it was considered respectful and 
appropriate to interview all 29. 
4.4.3 Analysis 
The first author led the analysis documenting preliminary concepts. Transcripts 
were entered into NVivo 10 (™ QSR International) for coding, searching and 
organisation of qualitative data. While not assuming to generate new theory with a 
relatively small circumscribed study in one location, the methods for this study were 
adapted from grounded theory. This was an appropriate methodology for beginning 
to develop relevant theory grounded in the participants’ perspectives to inform 
health service delivery (22). Concepts were documented inductively, grouping 
similar or overlapping themes, patterns, relationships and common or divergent 
perspectives (25). This method followed Strauss’s grounded theory ‘coding 
paradigm’, where theories are developed by interaction with the data. Coding moves 
from open (opening up the data to develop concepts) through to axial (the coding 
focuses around developing concepts) to selective coding (focusing on one category 
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at a time). Explanations  are discussed, reflected upon and built from dense coding 
(26).   
 
To enhance the analytical framework and ensure rigour, interpretation of the data 
and emergent themes were discussed with members of the research team.  
Member checking was conducted by returning transcripts to participants to check for 
accuracy and inviting participants to meet and discuss the preliminary analysis. 
Participants confirmed the analysis and themes reflected their perspectives, 
attitudes and beliefs about service provision to Aboriginal people receiving HD.  
Validity and accuracy of the data analysis were thus enhanced by seeking multiple 
perspectives (i.e. triangulation), including: patient perspectives gained from a 
reference group of Aboriginal renal patients and Elders who guided the study; 
confirmation by discussions with participants; and involving multiple researchers 
from different disciplines in the analysis (27). The first author used self-reflexivity to 
check for potential biases from her dual clinician/researcher role, that may have 
influenced decision making throughout the study (27, 28). 
4.5 Results 
Participant characteristics are provided in Table 4.1. Of the 31 invited, 29 (93%) 
consented to participate in the study; two were unable to participate due to clinical 
commitments. We identified five themes: rigidity of service design; promoting 
empowerment, trust and rapport; responding to social complexities; distress at late 
diagnosis; and contending with discrimination and racism. Table 4.2 provides 
quotations illustrating themes, and a thematic schema is provided in Figure 4.1. 
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Table 4.1: Participant characteristics 
Characteristics                                          Interviewees (n)             (%)           
Gender 
      
 
 
 
     Male 11 
 
(38) 
     Female 
 
18 
 
(62) 
     Aboriginal 6 (21) 
    Non-Aboriginal 23 (79) 
Experience working with Aboriginal renal 
patients (years) 
  
     <5 2 (7) 
     6-10 9 (31) 
     11-20 11 (38) 
     >20 7 (24) 
Role  
 
 
      Senior Management/Policy 3 (10) 
     Nephrologist/VMOs 3 (10) 
     Hospital medical officer 1 (3) 
     Nurse Unit Manager 4 (14) 
     In-centre renal nurse 4 (14) 
     Home dialysis nurse 2 (7) 
     Community nurse/Nurse practitioner 4 (14) 
     Social worker 2 (7) 
     Aboriginal Health Worker 4 (14) 
     Aboriginal Liaison Officers 2 (7) 
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Table 4.2: Participant quotations  
Theme Illustrative quotations 
 
Rigidity of service 
design 
 
Outreach Obviously transport's a huge issue and not necessarily something we can 
have an effect on. It’s difficult because most clients don't actually live here 
in town yet this is the only centre that's available. (Female, 40s) 
 One of the big things in particular is transport ... In Queensland they use a 
bus ... it travels all around and picks up everyone. (Male, 30s) 
 I would be aware that transport's probably the biggest issue for Aboriginal 
people accessing renal dialysis here. (Aboriginal male, 40s) 
Inevitable home 
treatment failures 
We need someone basically full time to be able to do home visits, home 
assessments ... but a lot of the time it’s hard. So if you've got people out in 
remote communities  or towns, I mean, it's so time consuming. (Male, 30s) 
 I think that people going on home haemodialysis need extra support, and I 
can absolutely feel for the home haemo staff because you're cutting an 
umbilical cord and then you just sit and wait because  you know they're 
gonna come back no matter who they are. (Female, 30s) 
 It's culturally appropriate to stay at home but it's not culturally appropriate to 
put all that expectation on that person and on their family members ... like a 
punitive approach when it's not maintained, to the point of being so unwell, 
being in hospital and it being a failure. (Female, 30s) 
Pressure of system 
overload 
The whole system is so busy and creaking all the time ... people lacking 
time to spend with them is often mistaken for cultural disrespect ... we don’t 
listen to people. We don’t often identify what their needs are and we don’t 
spend time identifying problems, sorting them through, explaining things to 
individuals. (Male, 50s) 
 It's rush-rush-rush, ‘Let's get them on, let's get them off.’ Um, it doesn't 
matter which way you package, that’s what dialysis units are in an acute 
setting. (Female, 40s) 
Limited efficacy of 
cultural awareness 
training 
I don't believe you can do that as a one off because that's just a drop in the 
ocean. That's like saying, ‘Tick, I've done that,’ and that's useless. There's 
got to be some sort of ongoing mechanism ongoing culture within the 
organization that supports that ethos constantly. (Female, 30s) 
 
 It’s interesting, I watched the reactions of the people in the group I was with 
and I think the people that left that day with no real joy are probably feeling 
more polarized and could identify the start of the day with that feeling as 
well. (Female 50s) 
Conflicting priorities in 
acute care 
It’s hard, that balance. When you’re busy and clinical, and I’ve always found 
if you spent more time with the patients you get into getting an 
understanding of their stuff and you can usually work out a fairly acceptable 
relationship with the client. But there is often no time. (Female 50s) 
 Often the lack  time that people have to spend with them is mistaken for 
lack of cultural disrespect, and I think that the reality of it is the fact that we 
don’t listen to people, we don’t often identify what their needs are and we 
don’t spend time identifying problems, sorting them through, explaining  
things to individuals. (Male, 50s) 
Responding to social 
complexities 
 
 OK, societal disadvantage, you know that they are starting from a more 
difficult place than the majority of other white or you know non-Aboriginal 
renal patients. When you hear that someone is Aboriginal you know that 
there’s a really good chance that they’re going to more complicated from a 
social point of view, that they’re going to need more support and will need 
more assistance in walking the walk through the whole gamut that comes 
with having to conform to a way of being that’s going to be completely 
foreign to how they’ve been used to living their lives. (Female, 40s) 
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Theme Illustrative quotations 
 
Respecting but 
challenged by patients’ 
family obligations 
They put funerals and family in front of their dialysis. It's like their health 
comes second and I understand that because that's part of their culture but 
I see the consequences of it. (Female, 40s) 
 
 So they could actually do two days in a row and then miss a couple and  if 
there was more flexibility in the days ... we find if there is any funeral  or 
family obligations, they will miss their dialysis in preference to that. (Female, 
40s) 
 That's one of the biggest roots of the difficulties for Aboriginal people with 
dialysis is that in their reality there is no true sense of self, but it's all about 
community. But our health system is dependent on self-confidentiality, 
privacy, um, reliant on health literacy. Whereas the Indigenous culture is 
about community ownership. (Female, 30s) 
Making assumptions 
about patients’ 
socioeconomic status 
I think it’s very easy to assume they all are going to be socio or 
economically and transport disadvantaged and that is not actually always 
true and it is a trap to fall into that assumption ... every case will be different. 
(Female, 50s) 
 If they're a low social economic group, whether they be Aboriginal or non-
Aboriginal, there's that element of similarity because of the financial and 
lack of education. But it comes back to the difference is there's probably 
more support and encouragement for a non-Aboriginal person to participate 
in those renal dialysis units. (Aboriginal male, 40s) 
Individualised care Everyone is totally individual. I assess on that basis as time goes on for 
each patient, regardless of who they are. (Male, 30s) 
 So, I think with  supporting and just understanding and caring and being 
patient with the patients, because everyone's an individual and everyone's 
got different issues or feeling different about things at different stages. 
(Aboriginal female, 40s) 
 I actually think those challenges as for non-Aboriginal people will be very 
much related to their individual backgrounds. (Female, 50s) 
Promoting 
empowerment, trust 
and rapport 
 
Bridge gaps in cultural 
understanding 
I would like to see more Aboriginal staff there. Even if it's apart from the 
hospital liaison person. But just someone there who they can relate to, who 
they can sit down and talk to, and who can relay their messages across to 
the non-Aboriginal staff. (Aboriginal female, 60s) 
 They're a nice medium between the health service and their community ... 
supporting vulnerable people and directing them, just basically giving them 
someone to go alongside the journey with them.  (Female, 30s) 
Acknowledging 
relationship between 
land, people and 
environment 
For me it is understanding the intricate respect of land, of people, of the 
environment and all those things that makes us whole as an Aboriginal 
person that makes an Aboriginal person who they are. (Aboriginal male, 
40s) 
 You need big windows, no one facing each other, so in that whole the 
physical setup and environment of those units are much more culturally 
aware or in tune. (Female, 50s) 
Trust and rapport I think there's is a bit an element of lack of understanding of the past 
policies that were in place where Aboriginal people were taken away from 
hospitals removed, the stolen generation and the grief and loss that 
associates with that. (Aboriginal male, 40s) 
 I guess that's where service providers need to understand that they need to 
build the relationship and the trust. They need to spend time with them and 
not just treat them as like a number. ( Male, 40s) 
Being time poor I doubt that it is that simple as the nurse is too busy to talk to, because I 
have had many Aboriginal patients  say to me, ‘My God, you’ve had a busy 
shift. You been  flat out, you haven’t had time to stop.’ They’ve got insight 
into that. (Female, 50s) 
 They feel that they're not listened to or that they don't get the time that they 
need because it's always such a rush to get everyone on. (Female, 40s) 
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Theme Illustrative quotations 
 
Inadequate screening 
and diagnosis 
 
Lost opportunities So we’ve got Aboriginal people dying of renal disease who don’t even know 
and their GPs have not even made the diagnosis. And it may be that they’re 
not going to GPs. (Female, 50s) 
 It has to go back to primary health care, I think. You've got to diagnose and 
prevent. (Female, 40s) 
Prioritise prevention I mean, there's more younger people getting kidney disease that I know of 
out in the communities but they’re not doing anything about it. (Aboriginal 
female staff member, 60s) 
 CKD screening was ruled out by the Department of Health two years ago. 
Not one health district been able to implement it in New South Wales 
because there are no resources allocated for it ... So nobody’s been able to 
implement it. (Female, 50s) 
Contending with 
discrimination and 
racism 
 
 I think they do see discrimination ... I think it comes from something that 
isn't just a system error. I think it is a community problem. (Female, 50s) 
 
Inherent judgement of 
lifestyle choices 
Sometimes I feel real empathy and compassion and understanding and 
some days it's just like, ‘Get over it, go and get a job, you lazy little ass.’ I've 
had to work. No one gives us a free ride. (Female, 40s) 
Inadequate cultural 
awareness 
compromising patient 
safety 
From a cultural awareness perspective I think we could all do with more 
cultural awareness in our workplaces. (Female, 30s) 
Pervasive multi-level 
institutionalised racism 
Once they are on that machine the system has failed and the system will 
have had many opportunities for interventions. So the challenge is actually 
to get effective reasonable pre-dialysis, pre-end-stage care. (Female, 50s) 
Managing patient 
distrust 
They come with pre-perceived ideas. If people have had a bad experience 
in the past then that’s it for everyone. (Female, 40s) 
 
4.5.1 Rigidity of service design  
Participants felt frustrated and powerless to improve Aboriginal patients’ experience 
of HD due to constraints of current service design and delivery. They believed 
service design was too rigid for the diverse needs of Aboriginal people. They 
expressed a desire for policy-makers to implement new flexible strategies for this 
client group. 
Transport and access  
Most participants were aware of major logistical challenges for rural Aboriginal 
people accessing HD. Many believed poor transport arrangements restricted access 
and patients’ ability to attend dialysis and the other frequent appointments renal 
patients require. Participants described many instances of Aboriginal patients’ 
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negative outcomes resulting from poor access, for example, inability to attend 
podiatry appointments resulting in reduced or loss of mobility. 
Inevitable home treatment failures 
Although participants perceived home HD training to be done well and tailored to 
individual needs, they expressed concerns regarding lack of adequate home 
nursing support. They felt a single home visit after patients were sent home with 
their HD machine, with follow-up some months later, was insufficient. Participants 
were concerned about the burden of care placed on patients’ families. Some 
believed lack of home support was setting Aboriginal patients up to fail on home 
HD, perceiving reluctance by patients or families to ask for advice or help.  
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 Figure 4.1: Thematic schema
Systemic cultural 
understanding will provide 
better services
Inadequate screening and diagnosis
• Lost opportunities
• Prioritise prevention
Responding to social complexities
• Respecting but challenged by 
patients’ family obligations
• Making assumptions about patients’ 
socio-economic 
• Individualised care
Rigidity of service design
• Transport & access
• Inevitable home treatment failures
• Pressure of system overload
• Limited efficacy of cultural 
awareness training
• Conflicting  priorities in acute care
Discrimination and racism
• Inherent judgement of lifestyle 
choices
• Inadequate cultural awareness 
compromising patient safety
• Pervasive multi-level 
institutionalised racism
• Managing patient distrust
Promoting empowerment, trust and 
rapport
• Bridging gaps in cultural 
understanding
• Acknowledging relationships 
between land, people, and 
environment
• Being time poor
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Pressure of system overload 
Many believed renal services were increasingly over-stretched and under pressure, 
with insufficient resources to provide the support and culturally safe environments 
they felt were vital to Aboriginal patients. Some saw lack of time to spend with 
individuals as culturally disrespectful of Aboriginal patients. Some perceived that 
system overload limited their capacity to communicate with patients regarding their 
HD, or treatment problems. 
Limited efficacy of cultural awareness training  
Some participants who had attended the one-day cultural awareness training felt 
that it reinforced differences between Aboriginal and non-Aboriginal people in a 
negative way, providing insufficient education to counter stereotyping and 
commonly held assumptions. Others felt that regular, ongoing training could be 
more effective in addressing current shortfalls in non-Aboriginal staff’s cultural 
knowledge. Aboriginal cultural awareness training is deemed mandatory for 
healthcare professionals within this health service; however, the majority of 
participants reported they had not been given the opportunity to attend the one-day 
session. While this training was deemed ‘mandatory’, most participants believed 
there were inadequate resources for sufficient training places or to backfill clinical 
staff to attend. 
Conflicting priorities in acute care 
The combination of chair-based HD with acutely ill patients in the same setting was 
felt to be inappropriate. Participants perceived this as confronting, particularly for 
Aboriginal people, many of whom have seen family members die from ESKD. 
Clinicians who had to juggle the demands of acute clinical care and providing 
cultural safety for Aboriginal patients felt conflicted and confronted. Several 
participants reported they were seen by Aboriginal patients to lack cultural respect 
in acute settings and felt powerless to address this.  
4.5.2 Responding to social complexities 
Participants identified differences in their clinical interactions with Aboriginal patients 
compared with non-Aboriginal patients, acknowledging a need to adapt their 
communication styles. They perceived the need to support Aboriginal patients and 
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address different and poorly understood social and cultural complexity and family 
obligations, which they believed influenced treatment adherence and health 
outcomes.    
Respecting but challenged by family obligations 
Many participants understood that patients experienced conflicts between family 
and treatment obligations, prioritising funerals and travel to family or cultural events 
above treatment. There was awareness of Aboriginal patients’ connectedness to 
family and country that identified ‘who’ and ‘what’ they are. While they respected 
patients’ priorities, they were uncertain about how to resolve the conflict between 
necessary treatment and patients’ family commitments. They felt unable to help 
patients within a system they felt did not acknowledge the priority of family. 
Assumptions about socioeconomic status 
Some participants believed the financial burden placed on individuals impacted on 
treatment adherence for those on limited incomes. Sharing resources with family 
was culturally appropriate for Aboriginal patients, which limited money for travel or 
to support treatment. Others, however, felt that it was easy to stereotype Aboriginal 
clients, and warned that people should not make assumptions about socioeconomic 
status based on Aboriginality. 
Individualised care 
Participants believed that it was important to listen to the needs and concerns of 
patients in order to provide individualised care. To many, this meant treating all 
patients as individuals, understanding their unique challenges, but emphasising the 
need to use simple and culturally appropriate language. They felt this was important 
in improving perceived shortfalls in Aboriginal patients’ understanding of the 
complexity of their treatment regimens. 
4.5.3 Promoting empowerment, trust and rapport 
Building trust and rapport was believed to be vital when working with Aboriginal 
patients. Participants were aware that being on HD creates long-term relationships 
between patients and clinicians, and acknowledged that when these relationships 
were not based on trust, disempowerment of patients often resulted. Most non-
Aboriginal service providers acknowledged the need to build relationships before 
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trust and rapport can develop. Aboriginal practitioners, however, stressed the need 
for a more family-focussed approach. They also believed non-Aboriginal health staff 
should be educated about the consequences of colonisation for Aboriginal people, 
and understand the damaging results of patients’ past negative experiences with 
health services. 
Bridging gaps in cultural understanding 
Participants felt that a designated renal-specific Aboriginal liaison or case manager, 
introduced at diagnosis, could provide a cultural bridge between the patients, renal 
staff and services. They believed the role could encourage patients to better engage 
with their treatment and health services, by improving two-way cultural 
understanding.  
Acknowledging relationship between land, people and environment 
Most participants were aware of Aboriginal peoples’ relationships to family, land and 
the physical environment of the places they occupy. Many desired care models that 
deliver a culturally safer renal service to Aboriginal people, ideally in their homes. 
Some suggested that simple improvements to the environment of hospital renal 
units, by reconfiguring the physical layout, could provide more comfortable spaces 
for Aboriginal people. 
Being time poor 
Participants working in renal units had limited time for effective communication with 
Aboriginal patients. They felt they lacked the ability to address the adverse effects of 
past traumas experienced within health services and the capacity to build Aboriginal 
people's trust and faith in their interactions within renal units. Some, however, 
believed that Aboriginal patients understood that nurses had busy workloads and 
would not feel ignored by their ‘busyness’. 
4.5.4 Inadequate screening and diagnosis 
The majority of participants voiced their awareness of Aboriginal people frequently 
being diagnosed late in the progression of their disease. Aboriginal informants 
working with renal patients and several non-Aboriginal participants felt that this was 
due to Aboriginal people’s inherent mistrust of mainstream health services. There 
were also comments about many Aboriginal people having had family members 
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pass away or experience high levels of trauma, resulting in their avoidance of 
screening from fear of being diagnosed with kidney disease themselves. 
Lost opportunities 
Frustration was expressed at poor access to screening in primary health care 
settings, delaying diagnosis. Participants were distressed by lost opportunities for 
slowing disease progression due to late diagnosis. Some stated that inclusion of 
family at diagnosis was a critical component in keeping patients engaged with pre-
dialysis strategies to slow disease progression. Participants felt that if family 
members understood the purpose of pre-dialysis pathways, this may motivate them 
to encourage patients to participate and potentially avoid dialysis altogether. 
Providers believed that had impaired renal function been diagnosed earlier, 
premature deaths may be avoided and that early detection of CKD could prevent 
ESKD. 
Prioritise prevention 
Strong concerns were voiced about the need to educate Aboriginal people 
regarding their risk factors for kidney disease. Aboriginal participants and some non-
Aboriginal participants stressed the importance of using family and Elders to pass 
on knowledge to younger generations. Some believed education strategies needed 
to be tailored to life experience and maturity, as these appeared to be seminal to 
Aboriginal people’s understanding of their kidney disease. Others perceived that 
some patients would not learn until they were ready to hear about their disease. 
4.5.5 Contending with discrimination and racism 
Some participants believed that individual racism was a problem, while others 
considered racism to be part of the Australian ‘white’ culture, defining it as historical 
suspicion of a person of another colour or cultural background. Most agreed racism 
was a barrier to effective communication and their ability to develop positive 
relationships with Aboriginal patients. A few participants mentioned that Aboriginal 
people could recognise ‘racist’ body language which contributed to patients’ distress 
and insecurities. 
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Inherent judgement of lifestyle choices 
A minority of participants acknowledged that they sometimes made judgements 
about Aboriginal people’s lifestyles, admitting ignorance of Aboriginal cultural 
values. They felt critical of Aboriginal people, who they perceived were unemployed 
and not helping themselves. Three of the 29 participants felt threatened by 
Aboriginal people and afraid of them in the clinical setting, fearing aggressive 
behaviour by patients when they did not understand or agree with treatment. 
Inadequate cultural awareness compromising patient safety 
Participants perceived insufficient cultural awareness of staff within hospitals, which 
translated into lack of cultural safety for Aboriginal patients. The majority viewed 
Aboriginal patients as victims of individualised and institutionalised racism. 
Pervasive multi-level institutionalised racism 
Participants believed a health system that does not address the needs of minority 
cultural groups exhibited institutionalised racism. Some were distressed at the lack 
of an Aboriginal-specific pre-dialysis pathway, resulting in people not completing the 
programme. They were concerned that, once diagnosed, Aboriginal people do not 
engage with pre-dialysis services until their crisis admission to hospital and an 
emergency initiation to dialysis. 
Managing patient distrust 
Participants were aware of Aboriginal people’s fear of hospitalisation. Several stated 
that given the history of discrimination against Aboriginal people, they are surprised 
that patients actually sought ‘western’ medical intervention. Some related patients’ 
stories they had heard from the past when children were taken from Aboriginal 
parents by welfare agencies if they attempted to access health services, or 
experiences of segregation and racism in hospitals. They believed that these 
experiences were still vividly implanted in Aboriginal people's memories, and 
patients still associated healthcare provision with trauma and discrimination.   
4.5.6 Interrelation of themes 
The five themes link together under the overarching theme of ‘Systemic cultural 
understanding will provide better services’ (Figure 4.1). Each theme relates to this 
major theme, with most participants acknowledging that there is a systemic lack of 
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cultural safety impacting on service delivery and health outcomes for rural 
Aboriginal renal patients. A basic mistrust of mainstream services is a barrier to 
early screening and detection. When eventually detected, issues of transport and 
access to community renal nurses make it difficult to keep people at home once 
they commence HD. When patients are forced to travel to in-centre HD, inadequate 
cultural awareness of staff and perceptions of pervasive institutionalised racism, 
compound to make hospital-based treatment culturally unsafe for Aboriginal people. 
 
 4.6 Discussion 
Service providers caring for Aboriginal HD patients emphasised the importance of 
cultural safety and respect in promoting trust, rapport and patient empowerment. 
This involves cultural understanding and acknowledging the importance of patients’ 
relationship to family and country. They recognised challenges such as racism, 
stereotyping, social complexities within Aboriginal families, inadequate cultural 
awareness training, and conflicting priorities of providers, patients and health 
services delivery modes. Service providers urged for more advocacy and flexibility 
for Aboriginal patients receiving HD.  
 
Studies in remote and metropolitan settings have found that lack of cultural safety 
and access issues have major implications for the well-being of Aboriginal renal 
patients (5, 29-31). This paper reports similar challenges for rural-dwelling renal 
patients, recommending strategies to address these. A study in 2010 in remote 
Australia demonstrated that provision of culturally appropriate services, provided by 
an Aboriginal Controlled Medical Service, has resulted in Aboriginal HD outcomes 
being comparable with those of non-Aboriginal Australians (32) 
 
Other studies have found culturally inappropriate healthcare, exposure to racism 
and poor communication (15, 33, 34) to be among barriers to care for Aboriginal 
people with chronic disease. This study, however, has identified that providing 
family-focussed care, improving cultural awareness training and Aboriginal-specific 
care pathways and delivery could improve treatment, but also address Aboriginal 
people’s historical distrust of mainstream health systems. 
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According to Taylor and Guerin, ‘cultural safety is achieved when the recipients of 
care deem care to be meeting their cultural needs’ (35). Cultural safety involves 
examining institutional structures, acknowledging assumptions, addressing power 
imbalances between clinician and patients, and respecting Aboriginal cultural 
norms. Recent local work suggests that the current model of cultural awareness 
training for Australian health professionals requires improvement (18, 36). Cultural 
awareness training for healthcare providers should involve ongoing education about 
the priorities, values and preferences of Aboriginal patients, as well as practical 
strategies to build trust and rapport within clinical settings.  
 
Major barriers to access in rural areas included lack of transport to attend dialysis 
and frequent, multiple appointments associated with their treatment. Providing home 
HD was recommended by healthcare providers, but is currently limited by 
inadequate numbers of nursing staff  (37). Home HD for remote Aboriginal patients 
is known to increase compliance and self-care when patients are given 
responsibility for their treatment, resulting in better quality of life and outcomes (38, 
39). Additional in-home renal nurse support is suggested for sustaining home HD for 
Aboriginal patients and requires reassignment of resources and priorities. Avoidable 
acute care episodes and late diagnosis and management suggest urgent economic 
studies are needed to inform the costs of providing flexible, Aboriginal-focused care. 
   
Successful treatment of chronic disease for Aboriginal people requires community 
consultation, local knowledge and collaboration between mainstream services and 
Aboriginal controlled health services (33). The vital role of family in Aboriginal 
culture was acknowledged by participants. Although they felt challenged by the 
social complexities relating to family, most agreed that Aboriginal peoples’ 
connectedness to country and family is crucial to health and well-being. These 
connections are well-known within Indigenous societies, where family obligations 
are frequently prioritized above the individual (40, 41). 
 
A family-centred philosophy for Indigenous people with chronic disease, rather than 
an individual-based patient-centred philosophy, is recommended to address the 
relational nature of most Indigenous societies. The translation of knowledge down 
the generations by Aboriginal people, with the role of family and Elders in passing 
on important information about chronic disease, is crucial (34). Participants 
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acknowledged the impact of previous trauma experienced by Aboriginal people 
when encountering health services. Family-centred care may play an important role 
in addressing this by empowering patients and families to communicate with service 
providers about achieving culturally appropriate care.   
 
Institutionalised racism was identified by healthcare providers in our study and is 
known to contribute to persistent health disparities in countries where Indigenous 
people have been colonised (42). There is a need to provide treatment and care 
that address different belief systems (12, 13). Participants cited the lack of a 
separate Aboriginal engaged and led pre-dialysis pathway as an example of 
pervasive institutionalised racism. Devising a culturally appropriate pre-dialysis 
pathway, in conjunction with a renal-specific Aboriginal advocate/support person, 
could provide a cultural bridge. This simple and affordable strategy may assist in 
reducing late diagnosis and crisis commencement onto HD, which is common for 
Aboriginal people (40) and known to increase morbidity and mortality (10). This 
support role may also provide education and support for those caring for a family 
member facing ESKD and HD (5).   
 
Healthcare providers believed that universal screening for CKD in Aboriginal people 
can slow disease progression and potentially avoid the need for HD (43). Further, 
involving Elders and family in prevention strategies was deemed important, 
requiring more collaboration between renal services and Aboriginal controlled 
medical services, a trusted source for screening in Aboriginal communities. 
 
Our study includes a range of healthcare providers involved in the care of Aboriginal 
HD recipients, making explicit many of the challenges and barriers in providing 
culturally safe and respectful care. However, there are some limitations. Data were 
collected from one rural locality; therefore, transferability to other areas may be 
limited. We would, however, argue that our use of purposive sampling gave 
considerable strength to this study by including a diverse and broad range of 
perspectives and experience, therefore increasing the potential for transferability of 
findings and recommendations for service delivery to Aboriginal people 
experiencing renal disease in other rural communities (44). This study has focused 
on services for Aboriginal people on HD only and not included peritoneal dialysis 
(PD) because there were no Aboriginal patients receiving PD in the rural region at 
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the time of this study. Further research exploring service delivery for Aboriginal 
people receiving PD is recommended. 
 
4.7 Conclusion  
Service providers believe current services are not designed to address cultural 
needs and Aboriginality, and that caring for Aboriginal patients receiving 
haemodialysis should be family-focussed and culturally safer. Prioritising prevention 
by increased screening and education about kidney disease is paramount. An 
Aboriginal specific pre-dialysis pathway, building staff cultural awareness, and 
enhancing cultural safety within hospitals are recommended. Increasing patient 
support for home haemodialysis may improve health and quality of care outcomes. 
Implementing the recommendations from this study may also help in addressing 
patient mistrust of mainstream health services and reduce the impact of 
institutionalised racism on Aboriginal renal patients. 
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5. AVOIDING THE ‘COSTLY’ CRISIS 
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5.1 Introduction to chapter 
 
This chapter contains a paper accepted in June 2014 for publication by 
Hemodialysis International. It reports the findings of a data analysis of the combined 
data set as a whole. This analysis answered the research question: How can 
Aboriginal hemodialysis (HD) patients’ and their service providers’ experiences and 
perspectives inform improvement to renal services for Aboriginal people in rural 
Australia? The analysis focussed on participants’ perspectives and suggestions that 
specifically informed services design and delivery of renal services for rural-dwelling 
Aboriginal people with chronic kidney disease (CKD) or end-stage kidney disease 
(ESKD). 
 
 
 
 
 
 
5.2 The perspectives of Aboriginal patients and their healthcare 
providers on improving the quality of hemodialysis services: a qualitative 
study (Publication 4) 
 
Abstract 
 
Background 
Chronic kidney disease has a higher prevalence in Indigenous populations globally.  
The incidence of end-stage kidney disease in Australian Aboriginal people is eight 
times higher than for non-Aboriginal Australians. Providing services to rural and 
remote Aboriginal people with chronic disease is challenging due to access and 
cultural differences. This study aims to describe and analyse the perspectives of 
Aboriginal patients’ and healthcare providers’ experience of renal services, to inform 
service improvement for rural Aboriginal haemodialysis patients.   
Reference 
Rix EF, Barclay L, Stirling J, Tong A, Wilson S. 2014. The perspectives of 
Aboriginal patients and their healthcare providers on improving the quality of 
hemodialysis services: a qualitative study. Hemodialysis International. 2014;On-
line open access (early view). 
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Methods 
We conducted a thematic analysis of interviews with Aboriginal patients (n=18) 
receiving haemodialysis in rural Australia and healthcare providers involved in their 
care (n=29).   
Results  
An overarching theme of ‘Avoiding the “costly” crisis’ encompassed four sub-
themes: 1) engaging patients earlier (prevent late diagnosis, slow disease 
progression); 2) flexible family-focussed care (early engagement of family, flexibility 
to facilitate family and cultural obligations); 3) managing fear of mainstream services 
(originating in family dialysis experiences and  previous racism when engaging with 
government organisations); 4) service provision shaped by culture (increased home 
dialysis, Aboriginal support and Aboriginal-led cultural education). 
Conclusions 
Patients and healthcare providers believe service redesign is required to meet the 
needs of Aboriginal hemodialysis patients. Participants identified early screening 
and improving the relationship of Aboriginal people with health systems would 
reduce crisis entry to hemodialysis. These strategies alongside improving the 
cultural competence of staff would reduce patients’ fear of mainstream services, 
decrease the current emotional and family costs of care and increase efficiency of 
health expenditure on a challenging and increasingly unsustainable treatment 
system. 
 
Keywords: cultural competence, cultural awareness training, early screening, home 
hemodialysis  
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5.3 Introduction 
Indigenous people globally suffer a significantly higher incidence of chronic kidney 
disease (CKD) leading to end-stage kidney disease (ESKD) (1). Australian 
Aboriginal people suffer eight times the incidence of kidney failure requiring renal 
replacement therapy than non-Aboriginal Australians (2). Mainstream health 
institutions are challenged by providing accessible, acceptable and efficient health 
services to Aboriginal people with serious chronic disease (3). A lack of cultural 
safety within health services can result in patients avoiding contact (4), leaving 
Aboriginal people at risk of late diagnosis of CKD, known to increase morbidity and 
mortality (5).  
 
Discrimination towards Aboriginal people when accessing healthcare is recognized 
as a social determinant of health (6, 7). Racism is known to cause distrust and 
avoidance of hospital-based services (8, 9) by Aboriginal people. This contributes to 
their avoidance of screening and not presenting for treatment, from fear of being 
hospitalized (10). Institutionalized racism, embedded in organizations and how they 
operate, causes a ‘clash of cultures’ between Aboriginal people and non-Aboriginal 
institutions, which has a damaging impact on health and well-being (8).  
 
Patients from all cultural backgrounds can struggle with adherence to hemodialysis 
(HD) regimens, with access and family support among barriers and enablers to 
treatment adherence (11). Research incorporating the perspectives of patients and 
their healthcare providers can inform service improvement and guide culturally 
appropriate and accessible care for minority cultural groups (12-14). The goal of this 
study was to inform service improvement based on the insights of consumers and 
those delivering their treatment and services.  
 
5.4 Methods 
We conducted an investigation that consisted of three qualitative sub-studies.  
Interviews were conducted with rural Aboriginal patients receiving HD (n=18) and 
their healthcare providers (n=29). Both patient and healthcare provider data sets 
have been analysed independently and are reported elsewhere (15) (Rix EF, 
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Barclay l, Stirling J, Tong A, Wilson S. “Beats the alternative but it messes up your 
life”: Aboriginal people’s experience of haemodialysis in rural Australia, 2013. In 
press). These studies investigated the perspectives and experiences of HD services 
provided for rural Aboriginal HD patients. A third thematic analysis of the complete 
data set reported here answered the research question: How can Aboriginal 
hemodialysis patients’ and their service providers’ experience and perspectives 
inform improvement to renal services for Aboriginal people in rural Australia? A 
community reference group of patients, Elders and Aboriginal health workers guided 
the study. Ethical approval was obtained from the Local Health District, The 
University of Sydney and The Aboriginal Health and Medical Research Council of 
NSW. 
5.4.1 Setting  
The study took place in a rural region of New South Wales Australia. The region has 
one tertiary centre renal unit, two satellite renal units and home HD training facilities. 
Patients were aged from 35 to 78 years; nine were men. Length of treatment ranged 
from one month to 14 years. Six resided in rural areas, seven in small towns and 
five in regional centres (Table 5.1). Healthcare providers included nephrologists, 
senior managers, nurse-unit managers, in-centre renal nurses, home training renal 
nurses, community nurses, renal nurse practitioner, renal social workers, Aboriginal 
health workers and Aboriginal liaison/support roles (Table 5.2).   
 
 
Table 5.1:  Aboriginal patient characteristics (n=18) 
Characteristic                                                     n           %                
Gender  
 
 
 
    Male 9 
 
(50) 
 
    Female 
 
9 
 
(50) 
 
Age (years)   
     30–39 4 (22) 
     40–49 2 (11) 
     50–59 8 (44) 
     60–69 3 (17) 
     70–79 1 ( 6) 
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Characteristic                                                     n           %                
Time on hemodialysis 
 
 
 
 
 
      <1 year 2 (12) 
     1–5 years 3 (16) 
     5–10 years 10 (56) 
     >10 years 3 (16) 
 
Table 5.2: Healthcare provider characteristics (n=29) 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
5.4.2 Data collection 
Patients 
Face-to-face in-depth interviews were conducted with 18 (86%) of the 21 Aboriginal 
people receiving HD treatment for ESKD within the participating renal service. 
Aboriginal participants were recruited using a ‘snowballing’ technique (16).  
Characteristic   n (%) 
Gender 
      
  
     Male 11 
 
(38) 
    Female 
 
18 
 
(62) 
 
Aboriginality   
    Aboriginal 6 (21) 
    Non-Aboriginal 23 (79) 
Years working with rural Aboriginal 
patients 
  
     <5 2 (7) 
     6–10 9 (31) 
     11–15 11 (38) 
     >15 7 (24) 
Role  
 
 
 
     Senior Management/Policy 3 (10) 
     Nephrologist/VMOs 3 (10) 
     Hospital medical officer  1 (3) 
     Nurse Unit Manager 4 (14) 
     In-centre renal nurse 4 (14) 
     Home dialysis nurse 2 (7) 
     Community nurse/Practitioner 4 (14) 
     Social worker 2 (7) 
     Aboriginal Health Worker 4 (14) 
     Aboriginal Liaison Officers 2 (7) 
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Interviews were conducted in the participants’ homes or another preferred venue, 
between March and October 2011. A ‘yarning’ approach was used as a culturally 
appropriate method for the interviews (17). Yarning is a word used by many 
Aboriginal people, meaning ‘Let’s have a chat’ (17). The ‘yarning’ interview 
technique involves an informal and reciprocal exchange of information consistent 
with Aboriginal communication styles. This approach is culturally appropriate, 
enhances participant rapport and promotes open and honest discussion (18). The 
unstructured nature of yarning provides participants freedom to contribute in ways 
they feel comfortable. While there was no set interview guide, participants were 
encouraged with consistent prompts to ‘yarn’ about their experience of engaging 
with their healthcare providers, and to suggest ways for improving their HD 
experience.   
 
Healthcare providers 
Semi-structured interviews were performed with a purposive sample of renal and 
allied healthcare providers (see Table 5.2). Twenty nine (94%) of 31 invited service 
providers consented to participate. Two were unable to participate due to competing 
work priorities. Interviews took place between July and November 2012 (19). Three 
one-paragraph case studies, based on the actual patient interviews, were read at 
the outset of the healthcare provider interviews to enable the dialogue to focus on 
the issues and topics of importance to their patients. This strategy proved to be an 
effective tool in eliciting participants’ levels of cultural knowledge and their attitudes 
to working with Aboriginal people. A set of semi-structured interview questions also 
guided these interviews (See Appendix to this chapter). All interviews were 
conducted by the lead author (ER), and were recorded and transcribed verbatim.  
 
5.4.3 Analysis  
The lead author (ER) performed the initial data analysis. All participant transcripts 
were entered into a single version of NVivo 9™, to assist with coding and 
organisation of data. Based on principles of grounded theory (20), the lead author 
(ER) inductively coded concepts related to service provision, identifying 
convergence and divergence of concepts between the two participant groups.  
Extensive cross-checking of transcribed data was performed and discussed among 
the research team to clarify results. Further discussions with participants from both 
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groups confirmed that themes generated in the combined and specific sub-group 
analyses were consistent with their experience and perception of current services.   
 
Participants believed that the analysis of the combined data set that explored 
service delivery maintained the integrity of their own viewpoints, while providing an 
explanation that transcended their own contribution. The community reference 
group guiding the study and co-authors further scrutinised and critiqued the results, 
agreeing that the inductive coding explained how services could be improved. We 
identified and labelled four themes arising from the data, using language that was 
deliberately ‘descriptive’ of the perspectives of the two groups. The themes 
therefore reflected participant congruence on service delivery and how this could be 
designed to reduce barriers to access and achieve Aboriginal social and cultural 
priorities (Figure 5.1). This figure demonstrates the separate and joint analysis of 
the data sets, providing visual confirmation of the overlapping concepts. The bottom 
half of this diagram links the congruent themes within the context of improving 
services for Aboriginal renal patients.   
 
5.5 Results  
 
Both patients and healthcare providers emphasized the vital role of family and the 
importance of improving service providers’ understanding of the role family plays in 
treatment for Aboriginal HD patients. While the language they used differed, the 
meaning was similar (Table 5.3). All participants regarded building strong 
relationships between patients and healthcare providers as essential. Improving 
cultural safety, increasing understanding of clinicians, and the need for flexibly 
designed and family-focussed services emerged and were agreed by both groups.  
All participants were also concerned about the high incidence of late diagnosis and 
unplanned, emergency commencement of HD.  
 
Under an overarching theme of ‘Avoiding the “costly” crisis’, we identified four 
pragmatic themes that relate to the goal of service improvement. These were:  
Engaging patients earlier. Early detection was perceived as vital to prevent late 
diagnosis, slow disease progression and had potential to avoid dialysis altogether.  
Flexible family-focussed care incorporated better engagement at diagnosis between 
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services and family, and more flexibility within services to encompass family and 
cultural obligations. The third theme, managing patient fear of mainstream services, 
described fear driven by experiences of family members on dialysis, and a history of 
racist treatment received by Aboriginal people when engaging with government 
organisations. It also included increased support for home hemodialysis and renal-
specific Aboriginal support to counter avoidance of hospitals. The final theme was 
service provision shaped by culture. This included improving current cultural 
awareness training, which was ineffective. Participants believed that Elders 
delivering cultural education may increase two-way understanding between patients 
and clinicians. Additional examples of data that informed this analysis are provided 
in Table 5.3.    
5.5.1 Engaging patients earlier   
Patients reported late diagnosis and emergency commencement of HD. Healthcare 
providers believed that earlier detection of CKD in Aboriginal people would slow 
disease progression and could potentially minimise the need for HD; however, both 
groups expressed concerns at Aboriginal people’s reluctance to be screened, 
exacerbated by inadequate engagement with mainstream services.    
All participants acknowledged the need for universal screening for CKD for 
Aboriginal people. Both groups reported their awareness of the high incidence of 
renal disease in Aboriginal populations, but were frustrated by a lack of resources to 
implement this in rural regions. For example: 
 
A lot of Aboriginal people, they neglect themselves in many areas 
and until the last minute ... it could of been prevented but you know 
you need the resources and staff to come out and set programmes 
up. (Aboriginal man, 60s) 
 
Once they are on that machine the system has failed and the system 
will have had many opportunities for interventions. So the challenge 
for Aboriginal people is actually to get effective reasonable pre- 
dialysis, pre-end-stage care. That is the single biggest challenge 
these people face. (Senior Manager) 
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Table 5.3:  Additional illustrative quotations supporting each theme 
Quotations: Patient Quotations:  Service provider 
Engaging patients earlier 
‘I didn’t know I had kidney problems ’cause I 
was pretty active, fishin’ huntin’ golfin’ ... until 
one day I felt a bit crook there ... so they 
rushed me to hospital and when I woke up I 
was in the intensive care ward ... and they 
said, ‘Oh, you have to go down to dialysis 
and get blood into you. Your kidneys have 
had it’. (Aboriginal man, 50s) 
 
‘Yeah, you think I’d have woke up a bit, you 
know, what with my father being on it, and 
passing away on it, but I just thought it’s 
never happen to me, as a lot of young fellas 
do. I was only 34 when I started.’ (Aboriginal 
man, 30s) 
‘So we’ve got Aboriginal people dying of 
renal disease who don’t even know and 
their GPs have not even made the 
diagnosis … in their 40s or 50s with 
hypertension, cardiovascular disease, but 
they will have an underlying renal failure.’ 
(Senior Manager) 
 
 
‘Unfortunately most Aboriginal patients 
didn't come through the pathway. They 
usually crashed and burned ... and you 
know they wouldn't attend appointments 
with the nephrologist and things ’cause it's 
just like, “No, this is not happening.”  So 
that’s denial. In saying that, though, it has 
to be earlier. It has to be at the AMS.’ 
(Dialysis nurse, 40s) 
 
Flexible family-focussed care 
‘When this all happened I got them all 
together to have a family conference 
concerning my health and then my oldest boy 
put his hand up and said, “Mum, I’ll give you 
my kidney,” my other son jumped and said, 
“Well, Mum, I’ll come and be your carer,” and 
my baby son put his hand up and he said, 
“Mum, I’ll learn the machine with you.” So 
straight away the family was on to it, wanted 
to deal with it with me.  
(Aboriginal woman, 50s) 
 
 
‘They put funerals and family in front of 
their dialysis. It's like their health comes 
second and I understand that because 
that's part of their culture but I see the 
consequences of it.’ 
(Dialysis nurse, 40s) 
 
‘I think the hardest thing is working in the 
health care system and working with 
Aboriginal people is their problems. I find 
it difficult when you've got scenarios 
where he puts all his family first and 
arrangements for a funeral and all that. 
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Quotations: Patient Quotations:  Service provider 
‘You cannot expect a lot of Aboriginal people 
to take on the dialysis responsibilities in their 
own homes. We need more support ... 
People have gotten used to being 
institutionalized. But if they had some 
encouragement they could do it … Because 
what we’re doing the wrong is taking our 
people out of country and breaking their 
cultural spirit, and this is wrong. (Aboriginal 
woman, 50s) 
That's very common, you know. They've 
definitely got lots more commitments 
other than dialysis and dialysis isn't a 
priority for them at those times. That's 
difficult when you try and run a unit.’ 
(Dialysis nurse, 20s) 
 
 
Managing patient fear of mainstream services 
‘I think they need to get back to school ... 
learn about Aboriginal issues and have 
cultural values about ’em, Aboriginal cultural 
values. Because half the time their attitude 
towards Aboriginal issues and values keeps 
Aboriginals away. Sometimes Aboriginals 
don’t want to go and listen to ’em, they stay 
away and at the end of the day the Aboriginal 
suffers.’ 
(Aboriginal man, 40s) 
 
‘It’s not because of our Mum’s neglect. It’s 
because of the times, the type of life, where 
at the time Aboriginal people just couldn’t 
take their children to the doctor. Otherwise 
they’d be classed as unfit. Yeah, even my 
Grandmother feared for my safety ’cause 
there was an uncle that used to be a taxi 
driver and he used to always come down and 
check to see if I was OK and I was still there.’ 
(Aboriginal woman, 50s) 
 
‘They come with pre-perceived ideas. If 
people have had a bad experience in the 
past then that’s it for everyone.’  
(Nurse, 40s) 
 
‘They've probably got good reason to feel 
a little bit that way [discriminated against] 
at times because, I mean in general 
they’ve come from the history of 
Aboriginals where they've felt isolated. 
They're still dealing with it. They're still, ya 
know, talking about it. … Oh I don't feel 
like the renal staff do it intentionally at all, 
but that separation is there and we need 
to acknowledge it a little more maybe.’ 
(Renal nurse, 30s) 
 
‘They’ve had other family members who 
have been through the same process 
prior to them. So they’re already hyped up 
to be scared of what’s going on. Their 
family members may have died.’  
(Home dialysis nurse) 
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Quotations: Patient Quotations:  Service provider 
Service provision shaped by culture 
‘See over there [in acute unit] on that 
machine you can’t talk to ’em. They go 
from person to another person and then 
the alarms go off, you know. Well, you 
can’t ’ave a good conversation with ’em 
while you’re there.’ 
(Aboriginal woman, 60s) 
 
‘When they did take me down to the renal 
unit to have a look at the machines and 
how things were going to happen, I just 
saw the blood and took off. It was the 
same as when the doctor first told me that 
my kidneys were failing; I ran out of the 
surgery, and it’s very sad, really. It makes 
me sad now because I was very naive 
about dialysis and kidneys.’ 
(Aboriginal woman, 60s) 
‘I think – let's be real here – I think 
whether we like it or not there's still a bit 
of racism out there. I mean polite, but 
you know it's out there and it's sad. 
Mainstream, when I used to give talks to 
nurses and doctors coming through the 
system, I'd always say to them… “ you 
just provide a little bit of TLC to an 
Aboriginal patient and our people. 
They're good at reading body language, 
and they can pick up if you're genuine 
or not. Ultimately, if you showed a bit of 
TLC you'll have a friend there for life, 
you know, a friend for life”.’ 
(CEO, Aboriginal Medical Service) 
 
I guess that’s where service providers 
need to understand that they need to 
build the relationship and the trust. They 
need to spend time with them and not 
just treat them like a number.’ 
(Health services manager, 40s)  
 
 
Participants from both groups believed that involving Elders and family in prevention 
strategies was vital. Collaboration between renal services and Aboriginal Controlled 
Medical Services (AMS), a trusted source for screening in Aboriginal communities, 
was seen as necessary to provide earlier detection. Participants reported Aboriginal 
people have positive experiences and form long-term relationships with their local 
AMS, where they have access to Aboriginal health workers. There was regret 
expressed by both groups at apparent lost opportunities for slowing disease 
progression and potentially avoiding ESKD. 
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A culturally appropriate pre-dialysis pathway aimed at early inclusion of patients’ 
families and introducing a renal Aboriginal health worker/support role at diagnosis 
were acknowledged by the majority of participants as key to engaging patients and 
families in slowing disease progression and minimising emergency commencement 
of HD. 
5.5.2 Flexible family-focussed care  
The role of family was recognized by both groups as vital to well-being for Aboriginal 
patients. Family was viewed as crucial to supporting treatment but also the cultural 
and extended family links that enabled this support. Healthcare providers were, 
however, challenged by patients’ prioritising family over treatment, while recognising 
flexibility in services as necessary to address Aboriginal family obligations. For 
example: 
 
I just live day by day. I just thinkin' of my kids all the time. That’s 
what keepin’ me goin’, seeing my boys, seeing the littlies. (Aboriginal 
woman, 30s) 
 
They put funerals and family in front of their dialysis. It's like their 
health comes second and I understand that because that's part of 
their culture but I see the consequences of it. (Dialysis nurse, 40s) 
 
Additional home renal nurse support for Aboriginal people and their families to 
enable patients to dialyze at home was seen as key to keeping families and 
communities intact and providing flexibility. All participants felt this could reduce 
conflict between family and treatment obligations and improve ‘compliance’ with 
treatment regimes. 
5.5.3 Managing patient fear of mainstream services 
Both participant groups described the fear and apprehension experienced by many 
Aboriginal renal patients, who had witnessed family members’ suffering and early 
death on HD or from untreated ESKD. Patients were concerned about placing a 
high burden of care on their teenaged or young adult children, who were raising 
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their own families. Several Aboriginal patients reported having been born in the 
mortuary of a local hospital in the late 1950s, when their mothers were not permitted 
to give birth in the maternity ward with non-Aboriginal women.  
  
I was born in the mortuary of the ... hospital, ’cause back in those 
days our mothers weren’t allowed to birth in the maternity ward with 
all them white mothers. (Aboriginal woman, 50s) 
 
I think there's is an element of lack of understanding of the past 
policies that were in place where Aboriginal people were taken away 
from hospitals, you know, removed, the stolen generation and the 
grief and loss that associates with that. (Health worker, 40s) 
5.5.4 Service provision shaped by culture 
Both participant groups felt that the current cultural awareness training for clinicians 
failed to improve understanding of healthcare providers or effect system change.  
There needed to be a better way to educate healthcare providers about 
Aboriginality. Bringing patients and clinicians closer together in understanding and 
knowledge of each other was seen as the key to this. Aboriginal participants 
recommended replacing the current model of one-day off-site training with renal 
patients and Elders, who could deliver a more ‘informal’ style of cultural education 
within renal units. They suggested Elders could have informal on-site ‘tea room’ 
chats with staff. This would build relationships, providing staff with opportunities to 
learn about Aboriginal culture in their own workplace through building sustained 
relationships with Aboriginal people. Staff also recognised the ineffectiveness of the 
current model provided locally, perceiving that in some instances, the one-day 
training widened the gap in understanding. There was no follow-up or continuing 
access to cultural education. Healthcare providers also expressed frustration at 
organisational or institutional barriers to gaining increased cultural awareness and 
understanding. 
 
But the nurses that we have, we see ’em every day, they should be 
more sensitive about who they’re talking to and how they do it. And 
that’s an important thing. (Aboriginal man, 50s) 
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We could all do with more cultural awareness in the workplace, but 
that comes from the culture of the organization ... the culture of the 
organization is at fault, not the culture of the individual unit. (Senior 
nurse manager, 40s) 
 
5.6 Discussion 
Aboriginal patients receiving hemodialysis, and their healthcare providers, showed 
remarkable congruence of opinion on service provision. Both expressed common 
concerns about current service models, with consensus on the need for earlier 
screening to slow disease progression. Most participants identified the importance 
of an Aboriginal support person introduced at diagnosis, and an Aboriginal-specific 
pre-dialysis pathway. Patients and providers acknowledged multiple sources of fear 
of mainstream services as barriers to engagement with renal services. Some 
important differences between participants, however, are apparent. For example, 
Aboriginal patients emphasised the priority of family and relationships, which is in 
contrast to healthcare providers who viewed treatment and practical issues as 
paramount (12, 21).   
  
In contrast to previous work (12, 13), our findings indicate considerable agreement 
between patients and healthcare providers on priorities for improving renal service 
delivery to rural Aboriginal people. Patients and providers concurred on the need for 
universal screening of Aboriginal people, through improved collaboration between 
AMSs and mainstream health organisations. Mainstream services require flexible, 
family-focussed care that includes an Aboriginal-specific pre-dialysis pathway, 
supported by an Aboriginal health-worker/support role. This may assist in slowing 
disease progression, and potentially avoid dialysis altogether. Once patients have 
ESKD requiring dialysis, providing increased renal nurse support to get more 
Aboriginal people onto home HD was recommended by patients and providers. Both 
participant groups also critiqued the current model of cultural awareness training 
provided for non-Aboriginal staff and said that this was not working (15). 
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A separate pre-dialysis pathway and a renal-specific Aboriginal health-
worker/support role to encourage Aboriginal CKD patients to engage with renal 
services could reduce expenditure and the social and emotional ‘costs’ of the 
current system. The expense of universal CKD screening for Aboriginal people 
could be offset by the savings of reduced acute admissions associated with late 
diagnosis and emergency commencement of HD. Early detection and management 
may slow disease progression, potentially avoiding the need of HD altogether for 
Aboriginal people with CKD (22). Late diagnosis of CKD and ESKD increases 
morbidity and mortality, resulting in longer and more expensive hospitalization (5). 
 
Hospital episodes for dialysis in Australia accounted for 44% of all hospitalizations 
for Aboriginal people from 2008 to 2010 (23). The cost of HD for Aboriginal people 
extends beyond fiscal to the impact on patients, families and communities of the 
dislocation and emotional, physical and spiritual suffering caused (24, 25). In 2012 
the Australian state within which the study was conducted  identified ‘systemic 
change’ as necessary in improving service delivery to contribute to ‘closing the gap’ 
in Aboriginal health (26). This is consistent with national policies and initiatives (2, 
27, 28). It is also known that the responsibility for reducing health disparities for 
Aboriginal people ‘rests primarily with the healthcare system and its providers’ (29). 
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      Figure 5.1: Avoiding the ‘costly’ crisis
PDF compression, OCR, web optimization using a watermarked evaluation copy of CVISION PDFCompressor
  
149 
 
Study participants wanted an increase in renal nurse support to enable more rural 
Aboriginal patients to access HD at home. Health system savings from one patient 
being dialysed at home are estimated to exceed $30,000 (Australian) annually, after 
an initial training cost of approximately $15,000 (30). Studies have shown that home 
HD for remote Aboriginal patients increases compliance and self-care when patients 
are given responsibility for their treatment, resulting in better quality of life and 
outcomes (31, 32). The savings from increasing the numbers of Aboriginal people 
on home HD could fund increased community renal nurse support and renal-specific 
Aboriginal support to encourage CKD patients to remain on an Aboriginal-specific 
pre-dialysis pathway.  
 
A recent review of continuing high rates of kidney disease among Indigenous 
Australians argued that an urgent, comprehensive healthcare approach, including 
primary prevention, is needed to address both the medical and socioeconomic 
dimensions of this major problem, given the high cost of tertiary-level medical care 
p.14 (33). An Australian Institute for Health and Welfare report shows Indigenous 
Australians having more advanced CKD at diagnosis, with higher hospitalization 
rates than the general population (34). Given significant disparities in CKD rates 
between the Aboriginal and non-Aboriginal populations, with the incidence of treated 
ESKD among Aboriginal Australians projected to rise by 43% between 2008 and 
2020 (35), universal screening is clearly urgent. Kidney Health Australia 
recommends annual screening for CKD as part of an annual health check for 
Aboriginal populations (22). Doctors or AMSs can access Australian government 
health rebates for providing this service (2). 
 
Patients and providers cited instances of avoidance of mainstream health services 
by mothers in the past through fear of having their children ‘stolen’ from them by 
welfare (15). Disclosure by several participants during interviews that they were 
born in a hospital mortuary provides a powerful illustration of the ongoing fear and 
mistrust, resulting in avoidance of mainstream services by Aboriginal people, being 
felt generations later. 
 
Our study has limitations. Small sample sizes and sampling from only one region 
limit transferability to other areas. Using purposive sampling of healthcare providers 
and high response rates strengthened this study by including a diverse and broad 
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range of perspectives and experience, including key informants in regional services. 
Participation by 86% of the Aboriginal HD recipients in the region and 94% of invited 
healthcare providers within that region provides further strength to this work. 
 
Mainstream healthcare organisations that do not understand or work with cultural 
difference are contributing to a form of institutionalized racism, resulting in cultural 
barriers to Aboriginal use of healthcare services (8). This study confirms an absence 
of cultural understanding within mainstream renal services that is perpetrated by 
system and organisation structures, and less by individual or personal instances of 
racism and discrimination.   
 
Current jurisdictional health policy where the study was conducted states that 
cultural awareness training is mandatory for all health staff  and ‘gaining an 
understanding of disparities in health status for Aboriginal people is essential for 
creating positive change’ (36) (p.1). Despite this ‘mandatory’ requirement, training 
places are limited. Both participant groups believed the overall efficacy or indeed 
appropriateness of training is problematic. A recent local audit of staff who had 
accessed training reported limited improvement in overall cultural awareness of 
non-Aboriginal staff, with evidence of overt racism among health employees (37). 
The problem appears systemic, and less from individual shortfalls in cultural 
knowledge and understanding. Our data from 29 professional providers of care 
confirm this.  
 
Until health systems accommodate Aboriginal culture and create environments and 
services that meet Aboriginal needs, disparities between Aboriginal outcomes from 
serious chronic disease will remain (21). Reducing financial expenditure on 
inefficient services for rural Aboriginal people with CKD requires economic 
modelling to design more acceptable and worthwhile investment in their treatment 
and care.  
 
5.7 Conclusion 
Patients and healthcare providers believe that current services are not flexible, 
optimally accessible, or family-focussed. Aboriginal-specific services and support 
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mechanisms need to be embedded within a redesigned system. This may not only 
provide services that are more effective and efficient; it is likely to be less ‘costly’ to 
the system and certainly less ‘costly’ to Aboriginal patients and family.  
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5.9 Appendix 
Interview themes 
The standard approach to conducting semi-structured interviews will be used.  
Researcher ER will introduce herself and inform participants that what they say will 
remain confidential and will not be reported to anyone else directly involved in 
patient care (unless a participant specifically requests for his or her statement to be 
reported back). The interview will begin with an invitation to the respondent to 
describe his or her professional experiences. Prompt questions will be asked 
intermittently throughout the interview to ensure that important and relevant aims 
are covered. The qualitative interview is a technique that typically allows the 
interviewer to reorder, reword and clarify the prompt questions to explore topics 
introduced by the participants. The participants will be asked for their perspectives 
on: a) their experiences and perspectives related to communicating with Aboriginal 
patients about their end-stage kidney disease and haemodialysis treatment; and b) 
what they perceive would improve communication with these patients.  
 
Opening question 
 In your experience of caring for Aboriginal renal patients, what are the 
major issues in managing their disease? 
 How do you perceive that life changes for these patients once they 
commence haemodialysis?  
 What do you tell Aboriginal patients about the positive aspects of 
receiving haemodialysis?  
 What do you tell them about the negative aspects of receiving 
haemodialysis? 
 Can you tell me about your experience of communicating with Aboriginal 
patients about their end-stage kidney disease and haemodialysis 
treatment? 
 What do you find the most difficult about communication with patients on 
kidney disease; and on dialysis?  
 Have you found any particular strategies that have helped you when 
having to communicate difficult news or information about their health to 
Aboriginal patients? 
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 Have you experienced any specific instances when you felt a patient was 
unable to understand what you said? Was there a time when you felt a 
patient did not want to listen to what you said? Why do you think this 
happened? 
 What do you tell your Aboriginal patients about taking their medications? 
How do you encourage them to take their medications? 
 
 Closing question 
 If you were advising a clinician about communicating with Aboriginal 
patients, what would be your three main suggestions? Why are these 
important?  
 
Further comments 
Is there something that you think may be important that we have not covered? Is 
there something else that you want to mention? 
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6.  DISCUSSION 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
‘Rarely do the people studied mistake the 
investigator for one of their own ... But if 
you are there for some time, a  living, 
reacting fellow human being, rather than a 
human pretending to be a disembodied fly 
on the wall, the people you are studying 
will create a space, a role for you.’ (1) 
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6.1 Introduction 
This final chapter synthesises the findings that have emerged from this project. The 
empirical analyses are contained in the three research papers presented in 
Chapters 3, 4 and 5. This discussion relates these findings to previous research, 
drawing conclusions and making recommendations for changes to renal services for 
Aboriginal people, based upon the analysis and synthesis of the data generated by 
this research. Findings are linked to existing policy and practice within regional and 
rural renal service delivery, with pragmatic recommendations for a system redesign 
of current services guided by data and the expert groups within the project.   
 
Rural-dwelling Aboriginal people on the North Coast of New South Wales (NSW) 
currently receiving haemodialysis (HD) and their service providers, sampled across 
a broad range of disciplines, have guided these conclusions. My aim was to explore 
the experience of Aboriginal HD patients in a rural/regional area of NSW and the 
perceptions of their care providers to inform system improvement of rural renal 
services for Aboriginal people by synthesising evidence from both participant 
groups. 
6.1.1 Research questions  
I formulated three questions: 
1. What are the experiences and perceptions of Aboriginal people receiving 
haemodialysis in rural/regional NSW? 
2. What are their service providers’ perceptions, attitudes and beliefs about 
working with Aboriginal people on haemodialysis in rural/regional NSW? 
3. How do these two perspectives inform improvement of service delivery for 
rural/regional Aboriginal people receiving haemodialysis? 
 
This chapter has been organised in general around the shared perceptions of 
patients and providers. It is likely that change could be led by both groups 
supporting each other to improve services offered and received. 
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6.2 Main findings  
6.2.1 Congruence of perspectives  
This study compared the experiences and perceptions of rural Australian Aboriginal 
HD recipients (2) and their service providers (3), focussing on the implications for 
service delivery. It found a high level of congruence between the two groups about 
the priorities for providing more culturally appropriate services. Aboriginal HD 
recipients and the majority of their service providers stressed the vital role that 
family plays in the patients’ treatment and well-being (4). One divergence between 
the two groups occurred, however, when service providers reported being conflicted 
by Aboriginal patients’ prioritising family obligations over their own individual health 
(3). The Aboriginal patients did not experience this conflict but prioritised family (2). 
 
Conflicting priorities where family obligations take precedence is a common theme 
in other qualitative studies of Aboriginal people with chronic conditions (5-8) and 
contributes to Aboriginal people’s reluctance to access mainstream health services 
(9, 10).   
6.2.2 Minimise new diagnoses of chronic kidney disease in future 
generations 
Patients on HD told stories of their fears concerning Aboriginal people’s risk factors 
for chronic kidney disease (CKD) and offered suggestions for reducing these by 
passing on their knowledge and experience of their disease to younger and future 
generations. Most patients had either a close family member or friend who had 
previously passed away from kidney disease, and were well-acquainted with the 
distress and suffering associated with being on HD. Their goal was to minimise 
illness in the next generation, not just to improve their own experience of treatment. 
 
Participants described the characteristics they believe will make rural renal services, 
particularly in-hospital treatment and care, more culturally appropriate and safer for 
Aboriginal people. The majority of the patients in the study spontaneously voiced 
their desire to contribute to delivering education to their younger people about 
screening and prevention, with several also expressing a desire to be part of 
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educating renal clinicians about their Aboriginal culture and the importance of family 
relationships. 
 
Service providers described their awareness of the over-representation of Aboriginal 
people with CKD and the challenges that achieving earlier detection and 
management of this condition pose to families and communities. They were aware 
of failures in the health system. The majority of  service providers expressed their 
concerns and aspirations for Aboriginal people requiring renal services, voicing their 
desire for more flexibility and increased cultural safety for these patients (3). Both 
groups wanted early detection of CKD. Service providers in particular wanted 
improved services that engaged and kept Aboriginal people on a pre-dialysis 
pathway with the potential to slow disease progression or even avoid end-stage 
kidney disease (ESKD) and the need for dialysis.  
 
Consultation and collaboration between mainstream services and Aboriginal 
Controlled Medical Services (AMSs) is now recognised as a highly effective method 
for planning and delivery of treatment and care to Aboriginal patients (5, 11). This 
was confirmed by participants in this study and is exemplified by their recognition 
that screening for CKD should be done by AMSs and treatment by government-run 
renal services (4).  
6.2.3 Disconnection between Aboriginal cultural values and services  
A major finding from this project is the apparent disconnect between Aboriginal 
people’s cultural values and the structures and priorities of the mainstream health 
organisations and the services these patients receive. This disconnect is cultural. 
Mainstream health systems appear to lack an understanding of why some 
Aboriginal people’s fear prevents them from accessing services.   
 
Originating at colonisation, and exacerbated by previous experiences of overt 
institutionalised racism, Aboriginal people have shown reluctance to access or 
engage with government organisations generally (12, 13). Aboriginal people in this 
study described and demonstrated avoidance of, or reluctance to engage with 
services. This is likely to be compounded by inadequate recognition of how this 
history continues to diminish older (over 40s) Aboriginal people’s trust and 
PDF compression, OCR, web optimization using a watermarked evaluation copy of CVISION PDFCompressor
  
162 
 
confidence in mainstream health services that continue to display inadequate 
cultural sensitivity (4).   
 
The highly biomedical nature of HD treatment demands frequent hospitalisation and 
contact with mainstream health services. This can have a devastating impact on 
individual Aboriginal people’s sense of well-being, as well as on their families and 
communities.   
6.3 Insights from the study on health system redesign  
Findings from the analysis of both sets of data collected for this study confirmed the 
rigidity of current services and the constraints that service design imposes on 
Aboriginal patients and their families when accessing renal services (2-4). Both 
patient and service provider groups believed that policy-makers need to implement 
a set of strategies concerning service delivery that allow more flexibility and 
incorporate Aboriginal people’s family and cultural values and obligations. This 
involves redesigning renal services across the lifespan, and implementation of 
culturally sensitive and appropriate prevention and treatment of CKD for rural-
dwelling Aboriginal people.   
6.3.1 Screening for earlier detection and prevention 
Being of Aboriginal or Torres Strait Islander descent is a risk factor for CKD, and  
Kidney Health Australia recommends screening for this group every one to two 
years (14). With the incidence rate of treated ESKD estimated to rise by 43% from 
46 to 66 per 100,000 population by 2020, increased screening is clearly urgent and 
vital (15) p.6. If CKD is detected and treated appropriately, the otherwise inevitable 
deterioration in kidney function can be slowed and in some cases may not result in 
need for dialysis (14).   
 
Service providers in this study believed that earlier detection of CKD in Aboriginal 
people would slow disease progression and potentially reduce the numbers 
progressing to ESKD requiring HD. They acknowledged the need for universal 
screening for CKD in all Aboriginal people, but were frustrated at the lack of 
resources to implement this in rural regions. CKD screening is relatively simple, 
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involving urine and blood testing and blood pressure monitoring. This can be done 
in any primary healthcare setting.  
  
Participants from patient and service provider groups stressed the importance of 
screening for Aboriginal people to enable earlier detection of CKD and provide 
opportunity to delay or prevent disease progression. In this study the majority of the 
patients reported late or even no diagnosis prior to a crisis introduction to HD. Late 
diagnosis and referral to a nephrologist is known to increase morbidity and reduce 
survival time of HD once patients reach ESKD (16).   
Once they are on that machine the system has failed and the system 
will have had many opportunities for interventions. So the challenge 
for Aboriginal people is actually to get effective reasonable pre-
dialysis, pre-end stage care. That is the single biggest challenge 
these people face. (3) (p.6) 
 
A systematic review of patient and health system characteristics related to late 
referral for CKD found multiple comorbidities, race other than Caucasian, lower 
socio-economic status and educational levels, and lack of health insurance were 
characteristics associated with late referral of patients with CKD (17). All of these 
characteristics were common for the HD recipients interviewed in this study and are 
common more broadly in rural-dwelling Aboriginal Australians. 
 
Prevention initiatives are recommended that extend from the antenatal period to 
protect the mother but also influence the uterine environment and reduce disease in 
her child (18). These should include evidence-based management of modifiable risk 
factors such as hypertension and diabetes (19). Late diagnosis and referral is 
known to require longer and more costly hospitalisation once patients reach ESKD 
requiring HD (16). Unplanned initiation to HD also requires intensive intervention to 
create a vascular access to enable HD. This is usually done via the insertion of a 
central venous catheter, an expensive and less than optimal option for vascular 
access and known to increase patient risk of serious infection and reduce overall 
survival time on dialysis (16, 20)  
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One strategy for increasing CKD screening in Aboriginal communities is to perform 
opportunistic screening at any point of contact Aboriginal people may have with 
mainstream services or at AMSs. That may be in an emergency department on 
presentation for other conditions, or at the primary healthcare level. In 2010 NSW 
Health issued a Policy Directive titled, Kidney Health Check: Promoting the Early 
Detection & Management of Chronic Kidney Disease, targeting managers and 
clinicians in acute care settings, with the aim of increasing early detection and 
management of CKD (21). Aboriginal people are listed as among high-risk groups in 
this document, with clinicians directed to screen for CKD opportunistically when 
patients present at any NSW Health facility. At the time of writing this thesis and 
informed by this study’s data, however, this has not been occurring in the region 
sampled by the study.  
 
A 2003 paper reported an estimated 57% reduction in ESKD rates and a 50% 
decrease in natural deaths from kidney disease in a remote Aboriginal community 
where a systematic screening and treatment programme was introduced. This 
programme increased awareness of Aboriginal community members about CKD 
and prevention strategies (22). The authors reported increased use of angiotensin-
converting enzyme (ACE) inhibitors, a group of antihypertensive medications known 
to successfully reduce high blood pressure in patients with CKD (14). Strong 
community control and ownership of this programme was the key to success in 
prevention of ESKD and delaying of dialysis treatment. Participants appreciated the 
personalisation of their health goals, and many gradually adopted lifestyle changes. 
This is a demonstration of Aboriginal people’s  keen interest in improving their 
health and being receptive to advice, with a willingness to take medications in order 
to avoid future health risks (22).  
6.3.2 The role of the Aboriginal Medical Service 
A renal services plan published in 2009 by the local health service in the region of 
this study cited Aboriginal people’s high risk of CKD as the driver for the 
development of partnerships with AMSs and General Practitioner Networks (23). 
The rationale for such partnerships is the provision of effective primary healthcare 
programs for the early detection and ongoing management of CKD within the adult 
Aboriginal population. The aim was to improve renal health services for the adult 
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Aboriginal population (23). According to data collected for this research, however, 
this is either not yet happening or is yet to make any impact on earlier detection. 
The findings of this study have confirmed that improving this style of collaboration 
among AMSs, GPs and renal service providers may be a vital component for 
increasing screening and prevention of disease progression (4). As informed by 
patient data in this thesis, however, the AMSs are a more accessible and trusted 
screening venue for Aboriginal patients. 
 
Participants reported that Aboriginal people have positive experiences and often 
form long-term relationships with their local AMS, where they have access to 
Aboriginal health workers. Previous studies have shown that Aboriginal people feel 
comfortable and welcomed in an AMS (5). Aboriginal Controlled Medical Services 
are also places where people can meet friends and family members (24). This 
informal interaction is beneficial in a healthcare setting, putting people at ease and 
making them feel welcomed and included. There are opportunities for social 
interaction and for patients to yarn about their health. Younger people have  
opportunities to meet with Elders who can pass on their knowledge and experience 
of living with chronic disease and deliver advice on prevention (5).  
6.3.3 Chronic kidney disease knowledge passed on by Elders 
According to Aspin et al, family and social networks play a vital role in relaying 
health information (5). Providing Elders with the opportunity and authority to pass on 
knowledge to younger generations about chronic disease in general and, 
importantly, the relationship between risk factors for CKD and being an Aboriginal 
person, may be a highly effective example of this. Accessing healthcare at an AMS 
can provide these opportunities.  
 
Involving Elders in prevention strategies may be a valuable technique for increasing 
screening in Aboriginal communities. Elders and members of the community 
reference group (CRG) guiding this study reported their willingness to contribute to 
education aimed at increasing awareness of the risks of CKD for Aboriginal people. 
One of the major themes from the patient data analysis, ‘Stop ’em following us onto 
the machine’ (2), elucidated older Aboriginal people’s strong desire to help prevent 
future generations from suffering CKD and ending up on HD. Some participants 
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reported their wish to be part of educational strategies aimed at school-aged 
children to raise their awareness of their risk factors for CKD. They themselves 
wanted to be able to urge children to be screened regularly, as well as heed 
warnings about lifestyle factors such as maintaining a healthy weight and eating a 
healthy diet.    
6.3.4 Success of Aboriginal community-controlled renal services 
A study of Aboriginal people on HD in the Kimberly region of Western Australia 
reported that patient treatment outcomes were comparable to those of non-
Aboriginal HD patients (25). The authors cited Aboriginal community control of 
delivery of HD and good tertiary care as the reason for these comparable outcomes. 
 
It is known that remote patients who perform their own dialysis at home or in 
community settings demonstrate increased compliance and self-care when given 
responsibility for their treatment, therefore producing better outcomes (26, 27). This 
alone is a valid argument for investing health system savings from patients moving 
onto home HD into increased home support in rural Australia where challenges are 
likely to be less. When considered in conjunction with decreasing late diagnosis and 
the resultant cost saving, reduced hospitalisation time and use of acute services, 
fiscal savings alone may be considerable. Importantly, this would also reduce the 
‘cost’ to individuals and their families in terms of separation, dislocation and loss of 
family connections from relocating or travelling long distances to renal units. 
 
Remote-dwelling Aboriginal people in the Kimberley and west of Alice Springs (27) 
have been successful in managing their own HD, despite limited access to 
education and opportunities for understanding the complexity of their renal disease 
and treatments. It can be argued, therefore, that rural-dwelling Aboriginal people in 
Australia, who have better educational opportunities and proximity to healthcare, are 
similarly able to succeed on home HD. Despite several patients being perceived by 
service providers as failing in their attempts to dialyse in their homes, there have 
been Aboriginal people within the region of interest who have been successful in 
managing their home HD and continue to do so.   
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6.3.5 An Aboriginal-specific pre-dialysis pathway 
A strong finding of this project is the need to design and implement an Aboriginal-
specific pre-dialysis pathway that encompasses family-centred care and Aboriginal 
cultural imperatives. There are currently only ‘general’ pre-dialysis education 
guidelines and pathways for renal patients in NSW. Current Caring for Australians 
with Renal Impairment guidelines offer no information on treatment and care that is 
specific to Aboriginal patients (28). Our findings suggest that an Aboriginal-specific 
pre-dialysis pathway needs to be designed that encompasses Aboriginal cultural 
imperatives and that these need to be discussed and amended with each client and 
family. This would acknowledge the crucial role of family in supporting and enabling 
Aboriginal people to implement the lifestyle changes and take the medications that 
are known to slow CKD progression and potentially prevent the need for dialysis 
altogether (3).   
 
Introducing an Aboriginal-specific pre-dialysis pathway is also in accord with work 
based on the National Aboriginal Health Strategy released decades ago in 1989, a 
landmark document that set the agenda for Aboriginal and Torres Strait Islander 
health (29). National and state governments have an overarching goal of ensuring 
that Aboriginal people enjoy a healthy life equal to that of the general population 
(30-33). According to the participants in this study, addressing the current lack of an 
Aboriginal-specific pre-dialysis pathway that addresses the requirements of 
Aboriginal people could address some of the persistent inequity in comparison with 
the non-Aboriginal population. 
6.3.6 Renal-specific Aboriginal support role 
Both patients and service providers raised the lack of a cultural bridge or link 
between the mainstream renal service and Aboriginal CKD patients. They stressed 
that the current lack of Aboriginal support persons is a serious disadvantage for 
Aboriginal people on HD. The data suggest that an Aboriginal support or liaison 
person needs to be introduced in the nephrologist’s rooms at the time of relaying 
news of diagnosis of CKD. The person in that role could then be available to the 
CKD patient and their family to explain and reiterate the information delivered in the 
nephrologist’s rooms. Their role in encouraging and supporting that person to 
understand why they need to make lifestyle changes to remain on the pre-dialysis 
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pathway is seen as crucial. This finding is consistent with other policies that 
emphasise the need to increase the number of Aboriginal people working across 
health services and at all levels of the system (32, 34, 35). 
 
In New Zealand where Maori people also experience higher rates of ESKD requiring 
HD, cultural and family support has been available to renal patients in hospitals 
since the mid-1990s (36). Hoffman described how Maori cultural imperatives and 
the use of Elders within renal care were providing culturally safer care for Maori 
people almost twenty years ago. This paper also reported the focus of treatment for 
Maori renal patients as being the ‘Whanau’ or family group, documenting the way in 
which they were included in treatment plans from the point of diagnosis. This 
approach allows for cultural differences and enables patients to feel safer within the 
healthcare system (36).   
6.3.7 Flexible family-focused care 
Family connection is central to Aboriginal society and of vital importance to renal 
patients (37). The majority of participants from both patient and provider groups in 
this study believed health services did not develop family-focused care models for 
Aboriginal renal patients or place family and cultural obligations at the centre of 
treatment. According to these findings, family-centred care models should replace 
the current service or professionally centred care approach to chronic disease care 
for Aboriginal people in order to address the relational nature of Aboriginal societies. 
Placing family at the centre of care for patients with ESKD has been found to have 
enhanced compliance and improved outcomes for other non-Western renal patients 
in a recent qualitative study looking at cultural barriers to treatment adherence (38). 
There have been similar findings from studies in remote Australia with Aboriginal 
ESKD patients (25, 27) 
 
Governments and service providers in Australia are now attempting to adopt family-
centred care models within services for Aboriginal people and communities (31, 39, 
40). Aboriginal study participants voiced their concerns for renal patients regarding 
the challenges posed by family relationships and the conflict between these and 
mainstream health expectation of patient self-efficacy. Both patients and service 
providers commented on how many Aboriginal people do not prioritise their own 
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chronic health conditions over their obligations to extended family (4). This issue is 
consistently raised in the literature about Aboriginal people and their health (41-43)  
 
Poverty and financial pressures from living a disadvantaged life often reduce 
people’s ability to access treatment and medications (7). Placing the family at the 
centre of care for Aboriginal people is culturally appropriate, and only those 
programmes operating on this premise are achieving success in the management of 
chronic disease in Australian Aboriginal communities (5, 31, 44). In 2007 the 
Australian Government published a paper urging services to adopt family-centred 
care models to address the epidemic of chronic disease within Aboriginal 
communities. They listed seven categories of adverse childhood experiences that 
were strongly interrelated with a wide range of adult chronic diseases and set 
children on a pathway to increased mortality and morbidity (31). A 2012 government 
discussion paper on developing a national Aboriginal and Torres Strait Islander 
health plan stated: 
 
Strong family connections, kinship arrangements and support are the 
foundation of good social and emotional wellbeing among Aboriginal 
young people. We also know that family centred approaches to 
health care, including family involvement in decision making, are 
important for the successful prevention and management of chronic 
diseases. Therefore, engaging with Aboriginal and Torres Strait 
Islander people and their families in a respectful and culturally 
competent way is important for preventative health and effective 
service delivery (18) (p.9). 
 
According to data in this study, achieving the above will require working with 
patients and families to build positive relationships between clinicians and Aboriginal 
patients at diagnosis of CKD. This will enable their input into treatment and 
prevention strategies at the earliest possible opportunity. 
6.3.8 Increased home renal nurse support 
The need to improve access to home HD emerged strongly from this research, with 
participants expressing their desire for increased renal nurse support for Aboriginal 
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people undertaking home HD (2, 3). The patient theme, ‘If I had one of them nurses 
to help me’ (2), was mirrored by the service provider theme, ‘Inevitable home 
treatment failures’ (3), resulting from inadequate community support and monitoring. 
Most Aboriginal HD patients voiced their preference during their interviews for home 
HD, describing feelings of distress and discomfort at having to access treatment 
three days a week in hospital environments. Those forced to dialyse in a tertiary unit 
at a busy hospital experienced the most distress, with some having been forced to 
leave their communities and relocate to access treatment. While people receiving 
HD in smaller satellite units found them more comfortable places to be, with staff 
having more time to develop relationships and build rapport, the majority of 
participants expressed a preference for accessing HD at home with more clinical 
support (2).   
 
Several patients stated their reluctance to place the responsibility of their HD onto 
family members, adding to the care burden already placed on their families by their 
ESKD. However, they would consider accepting home HD with more regular visits 
and support from renal nurses. ‘You cannot expect a lot of Aboriginal people to take 
on the dialysis responsibilities in their own homes. We need more support … People 
have gotten used to being institutionalized’ (2).  
 
There has been a push in Australia over the past decade at a jurisdictional level to 
increase the numbers of patients on home HD. New South Wales Health is aiming 
to increase that number to 50% of HD patients (23), with Western Australia aiming 
for 35% (45). Home HD has many benefits to patients and their families. 
Importantly, there are significant cost savings to health systems. Other benefits 
include: 
 Patient autonomy, flexibility and reduced travel expenses  
 Improved quality of life and family engagement  
 Increased ability for home HD patients to work or access rehabilitation 
services 
 Reduced hospital-acquired infection risk 
 Lower mortality rates and less dialysis-related complications than hospital-
based HD patients 
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 Ability to perform more frequent or extended-hours dialysis, a procedure 
which is thought to improve medical outcomes (45-47) 
 
Service provider participants also voiced their support for increasing home HD for 
rural-dwelling Aboriginal people. They identified lack of resources and staffing to 
support Aboriginal people at home as a major barrier to uptake and maintenance of 
home HD for current and future patients and their families (3).   
 
Increasing the numbers of home renal nurses locally would necessitate 
reassignment of resources and priorities within the renal service. However, this 
would not necessarily require additional or increased funding. Every patient who 
takes up home HD can potentially save the health system approximately $30,000 
annually per patient, after an initial training cost of approximately $15,000 (48).   
 
A recent survey of Australian senior nephrology nurses’ views on home dialysis 
identified support for increased home HD across Australia. The nurses also 
identified barriers to accessing home therapies. These included organisational and 
cultural impediments such as inadequate system support from the ‘local level to the 
federal government to appropriately fund and resource home dialysis programmes’ 
(49) (p.11).  
6.3.9 Community houses for haemodialysis 
The current focus of Australian renal services on increasing the percentage of home 
HD patients has raised interest in the independent community house HD model. A 
recent paper describing the benefits of this model for Maori people in New Zealand 
presented it as a safe and effective treatment option that can increase the uptake of 
home HD (50). Benefits of independent community houses include:   
 No need for on-site renal nurses, with resultant cost savings 
 Acting as a ‘stepping stone’ to home HD for some, therefore increasing the 
uptake of home HD by those who may not previously have been deemed 
clinically suitable 
 Utilisation of community houses by HD patients who had previously been 
long-term in-centre patients 
 Reduction in isolation and carer burn-out experienced with home HD 
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 Reduction in machine costs due to community house HD recipients sharing 
HD machines (50) 
 
The last point demonstrates that this model of HD treatment delivery has the 
potential to reduce the cost to health systems of the increasing demand for dialysis. 
Several Aboriginal participants described their feelings of being isolated socially and 
of being a burden on their families when accessing HD at home. They voiced a 
desire to have an alternative place to do their dialysis away from their home to give 
their families a break. The community house model has the potential to provide an 
affordable form of respite from home HD. It had been suggested by patients, service 
providers and the CRG guiding this study that this model of HD service could be run 
effectively within a local AMS. 
6.4 Confronting institutionalised racism  
Aboriginal patients and their service providers identified institutionalised racism as a 
barrier to effective renal care. Institutionalised racism has various definitions. These 
include but are not restricted to: ‘all those structures, systems, policies and services 
that are automatically built into an organisation or institution, as well as its corporate 
culture which reflects its beliefs and behaviours’ (51). According to McConnochie et 
al, ‘Often unintentional, such racism occurs when the apparently non-discriminatory 
actions of the dominant culture have the effect of excluding or marginalising minority 
cultures (52) (p.14). It is generally evident in the subtle nuances of organisational 
attitudes, behaviours and processes which are underpinned by racist stereotyping 
and ignorance, disadvantaging minority ethnic groups (53). Durey et al define 
institutional racism in the context of hospital care for Aboriginal people as: ‘societal 
systems or patterns that have the net effect of imposing oppressive or otherwise 
negative conditions against identifiable groups based on race or ethnicity’ (13) 
(p.19).   
 
Institutional racism is still firmly embedded throughout Australian healthcare 
organisations (54-56), despite acknowledgement by successive governments that 
all mainstream health programs and services must be appropriate to all Australians. 
This requires systemic organisational change to address racism at individual and 
institutional levels (13, 54, 55).  
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This research found minimal racism at the individual level (4). Both participant 
groups demonstrated the goodwill to embrace change and work towards increased 
two-way understanding between them. They were in agreement on the need for 
system change and voiced their willingness to support changes within institutions 
that can deliver more culturally competent services to Aboriginal renal patients. This 
study resonates strongly with similar work exploring barriers to Aboriginal people’s 
accessing mainstream cancer services, which found that service providers 
displayed ‘willingness to accommodate culture-specific needs’ but were frustrated at 
the ‘lack of concerted effort at the system level to address Aboriginal disadvantage’ 
(8) (p.1). 
 
There is currently a profusion of federal and state government reports and research 
papers supporting the inclusion of family and cultural obligations in service delivery 
with Aboriginal people suffering chronic disease (5, 8, 30, 31, 33, 37, 42, 44, 57-60). 
Despite extensive research, community consultation and well-informed rhetoric 
contained in policies and guidelines, the health and educational institutions that 
need to implement change in this part of rural Australia do not appear to be doing 
so.  
 
Aboriginal people have experienced a strong history of ongoing institutionalised 
racism when accessing treatment and care from hospitals and mainstream 
healthcare institutions (5, 55). While the prevalence of discrimination and racism 
displayed by individuals and health institutions is less overt, covert and residual 
racism within the culture and practice of organisations remains a barrier to the 
quality of care provided to Aboriginal people (24, 61).   
 
This history continues to cause distress to and avoidance of treatment by Aboriginal 
Australians and remains a major barrier to effective care that translates into 
improved health outcomes (8, 12, 13, 62). This was demonstrated in this study by 
stories such as that of the Aboriginal participant who was born in a hospital 
mortuary in the late 1950s because her mother was not permitted to birth in the 
maternity ward with white mothers (4). Compounding this is the residual effect of 
other previous overt and intentional institutional racism experienced by Aboriginal 
people as children in the 1950s, ’60s and ’70s (24). Patients in this study revealed 
experiences that would today be regarded as gross and unacceptable examples of 
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racism inflicted on them by individuals and health institutions, and these 
experiences still influence and distress them today.   
 
Numerous studies of barriers to accessing mainstream health services by Aboriginal 
people in Australia have reported commonalities that impact treatment outcomes 
negatively (60, 62-64). Logistical barriers to access for most Aboriginal people 
residing in outer regional, rural or remote locations are well-known. Other barriers 
more closely aligned to institutionalised racism include: 
 Inadequate cultural understanding of individual non-Aboriginal health staff 
(10) 
 Too few Aboriginal healthcare professionals (10) 
 Limited empathetic personal contact with and access to Aboriginal support 
services (65) 
 Impaired communication and lack of understanding of the role of non-verbal 
communication (60, 66) 
 Lack of respect for Aboriginal family structures (60) 
 Insufficient acknowledgement and understanding of the history of racism and 
discrimination suffered by Aboriginal people since colonisation (12) 
 
It is now 2014, and we are still reading editorials, research papers and government 
reports about these issues, with little change being reported. In 2001, an Australian 
researcher with a nursing background wrote of the problematic approach by many 
nurses who view patient care as ‘generic’ and believe it is possible to work with 
people of differing cultural backgrounds without transcultural education and 
knowledge (67). Much has been written since, expanding on this basic premise that 
the principles of transcultural nursing are not inherent to nurses and need to be 
taught, not unlike any other principles or knowledge. Simply having contact with 
Aboriginal people cannot provide the experience required to deliver culturally 
appropriate care (67). This requires education about the direct links between 
Australia’s history of colonisation and the origins of health disparities for all 
colonised Indigenous people. Cultural education should be delivered with a focus on 
knowledge about Australian Aboriginal people’s affinity with land, and their family-
focussed  cultural norms (68).   
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There are numerous policies and guidelines aimed at increasing cultural 
competence of hospitals, education providers, health and medical research, and 
improving cultural awareness of clinicians (38-42). These, however, appear to be 
making slow and limited progress in initiating real and tangible improvement to 
Aboriginal people’s cultural safety within hospitals and services (see Figure 
6.1). The organisations themselves display reluctance or inertia towards these 
changes. It appears that institutions, while strong on rhetoric, lack capacity to 
change their corporate cultures. 
 
The work of Yin Paradies has made important contributions to knowledge about 
racism and the health of Australian Aboriginal people. His 2006 systematic review of 
138 population-based studies of self-reported racism and ill health found a strong 
association between the two. The most consistent findings were of negative mental 
health outcomes and health-related behaviours, with evidence suggesting that self-
reported racism precedes ill health (69). Paradies’ doctoral thesis, titled Race, 
Racism, Stress and Indigenous Health, developed an instrument for measuring 
racism as experienced by Indigenous Australians. The majority of participants in a 
pilot of this instrument (70%) reported experiences of inter-personal racism, most 
commonly in employment and public settings, with strong associations between 
racism, chronic stress, depression and a marker of cardiovascular disease 
(homocysteine) (70). His thesis concluded with recommendations for addressing 
racism towards Aboriginal Australian at the ‘institutional’ policy level. This study 
found goodwill at the individual clinician level and minimal personal racism, but that 
the policies and practices of the healthcare institution did not reflect this goodwill or 
insight.   
 
Institutions and their embedded processes establish and promote racial inequity 
(71). Our institutions assume one Western way of providing care that ignores 
cultural difference or imperative. Griffith et al argued that healthcare is one of the 
many societal institutions that provides services that are still based on a history of 
racism and unequal quality and resources for people of non-white race (72) and 
state that a systems change approach is needed to remedy this within these 
institutions.   
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Results from this study show institutional racism within health organisations remains 
a barrier to Aboriginal people’s engaging with mainstream health services and 
remains a source of fear and avoidance (2). Service design and delivery are 
antithetical to non-Western cultural values and practices and are recognised to be 
so by individual providers as well as patients. 
 
A recent paper reported a collaboration between NSW Health staff and a regional 
Aboriginal community which developed a multi-strategic approach to addressing 
individual and institutional racism in regional health services (54). According to the 
authors, building a culturally safer and respectful organisation requires a three-
pronged approach (54): 
 
1. Staff education and training to build culturally competent staff 
2. Leadership and support at the highest levels of the organisation  
3. Consultation, collaboration and partnerships.  
 
They also proposed recognition by health organisations of how negative 
experiences from previous interactions with mainstream health services are still 
triggering fear and avoidance for Aboriginal people accessing treatment for chronic 
disease. Findings of this study support this approach, with Aboriginal participants 
emphasising the urgent need for a more effective model of cultural education for 
non-Aboriginal clinicians (2).  
6.4.1 Unequal power relations in healthcare institutions 
Aboriginal people’s history of experiencing overt and distressing institutionalised 
racism compounds the challenges for Aboriginal people when accessing 
mainstream health services (5, 8, 73). Until recent years, power imbalances were 
openly perpetrated on Aboriginal people accessing mainstream healthcare 
organisations.  .
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All health professionals hold considerable power over those under their care, a situation 
which is further increased and compounded by ethnicity or race (24, 74). Whiteness 
theory has explored and informed the invisible assumptions of privilege by the dominant 
Anglo-Australian culture (75). This theory has been expanded upon in the healthcare 
context by scholars from a wide range of disciplines (8, 76, 77). In the context of 
Aboriginal HD patients, this is further complicated by both the complexity of their 
disease and the essential need for access to mainstream health services, usually in a 
hospital setting. It is known that renal staff have not been provided the knowledge and 
skills necessary to reflect critically on race-based assumptions and stereotyping of 
Aboriginal people by the education processes that prepared them, further exacerbating 
and embedding power imbalances (78). 
6.4.2 Stereotyping and cultural assumptions 
Stereotyping of Aboriginal people has created barriers to positive relationship building 
between health professionals and their Aboriginal patients (79). Mainstream media and 
government institutions have contributed significantly to negative stereotyping and 
cultural assumptions about Aboriginal people (61). In the past, individual health 
professionals, educators, researchers and scientists have also contributed to negative 
and disempowering stereotyping of Aboriginal people (72). Health professionals have 
considerable power and influence in the creating of stereotypes, which lead to negative 
unspoken assumptions about Aboriginal people’s ability to understand or comply with 
treatment (80). It is encouraging that this study found the majority of service providers 
participating reported their awareness of stereotyping and cultural assumptions (3). 
Despite this, Aboriginal participants confirmed their own experiences of stereotyping 
within health services (2). Manifestations of the stereotyping and uninformed 
assumptions influencing clinicians’ attitudes are often non-verbal, sub-conscious and 
covert (61). These subtle nuances, however, can leave Aboriginal patients feeling 
discriminated against and disrespected (79).    
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6.4.3 Improving the experience of hospitalisation for Aboriginal people 
Aboriginal Australians have a 3.7 times greater rate of hospitalisation in public hospitals 
than other Australians (32). The prospect of admission to hospital is stressful for 
anyone, but appears to be a greater source of fear and apprehension for Aboriginal 
people who may be facing both a serious health crisis and being cared for and treated 
within mainstream health organisations that lack cultural competence (79). This study’s 
findings confirm that hospitalisation for Aboriginal renal patients is an experience 
fraught with anxiety and fear driven by their own or other family members’ previous 
negative experiences within hospitals (2-4).   
 
The Improving the Culture of Hospitals Project being led by the Australian Institute for 
Primary Care is assessing what is working within hospitals in Australia that can inform a 
framework for improvement in culturally competent care and Aboriginal people’s 
experience of hospitalisation (59). One of the project’s objectives is a comprehensive 
understanding of the characteristics that Aboriginal people themselves believe will 
make hospitals more culturally comfortable places (59) (p. 7). As part of this multi-
phase program, hospitals demonstrating success in this area are presented as case 
studies. One of the core elements defining success were the techniques used for 
delivering cultural education to health professionals working with Aboriginal patients. 
The authors reported on the approach by St. Vincent’s Hospital in South Australia, 
where cultural awareness training is viewed as experiential learning that involves a 
range of learning activities. Elements that have been achieving success in increasing 
hospital clinicians’ cultural competence include:  
 Orientation for medical staff to the local Aboriginal Controlled Medical Service 
Aboriginal and non-Aboriginal staff visiting Aboriginal agencies and events such 
as NAIDOC celebrations 
 Recognition that developing cultural competence for staff is a ‘process involving 
information, knowledge building and asking and answering questions’  
 Developing and resourcing of a future ‘clinical champions’ program to extend the 
reach and impact of cultural awareness and safety principles (59) (p. 32) 
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6.4.4 Education for cultural competence  
Scholars writing about health services delivered to Aboriginal populations urge health 
institutions and individual healthcare professionals to practice critical reflection in 
unpacking their assumptions and understanding about how they perceive cultural 
difference (10, 81).  Without these skills, there can be little basis for the building of 
relationships and developing two-way understanding, both of which are necessary to 
create a culturally safe environment for Aboriginal patients within hospitals. Leininger 
developed her Culture Care Theory some decades ago. This is a nursing philosophy 
that places understanding of diverse cultures as an essential component of nursing 
care (82, 83). Her theory focusses on the nurse-patient relationship by attempting to 
dispel the view of the ‘other’, aiming for relationship building that moves from ‘stranger’ 
to ‘friend/enabler’. She maintains that this process is based on the universal relationship 
of one human being to another, with differences being valued and respected (83).   
 
While culture care theory may help nurses in relationship building, however, there is still 
a risk that reliance on common ‘taken for granted’ assumptions that underpin how 
clinicians perceive cultural difference can lead to stereotyping and exclude the cultural 
needs and obligations of Aboriginal patients. This was exemplified in this research by 
service providers’ being conflicted by Aboriginal HD patients prioritising family 
commitments over their HD treatments and the lack of flexibility to accommodate these 
within renal units (3, 4). According to Newman et al who explored how health 
professionals provide care to Aboriginal people with cancer, clinicians must use critical 
reflection to unpack these assumptions in order to make sense of, and increase their 
understanding of patients’ care needs (10). As part of this critical reflection, the authors 
argued that nurses must negate the common ethos of ‘I treat everyone the same’ and 
replace that with a ‘making difference safe’ philosophy in which both patients and their 
clinicians can develop effective relationships that can strengthen engagement and trust 
between them (10) (p12). This could be exemplified in the context of Aboriginal HD 
recipients, by Aboriginal patients feeling sufficient empathy and understanding from 
their treating staff within their renal unit to be able to communicate their cultural or 
family obligations and request adjustments to their treatment schedules accordingly. 
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This would necessitate an increased level of flexibility within renal services to 
incorporate these obligations. 
6.4.5 Cultural awareness training for renal clinicians 
The current literature on cultural awareness training for health professionals was 
examined in Chapter 1. In that chapter I reported that scholars described the current 
delivery of Aboriginal cultural education to both undergraduates and hospital-based 
clinicians as having little impact on perceptions, attitudes and knowledge of the 
historical origins of the health issues affecting Aboriginal people (4, 65, 84-86). Findings 
of this study presented in this thesis confirmed that renal staff who reflected on cultural 
awareness and competence within their service found these to be inadequate. The 
majority of the service providers interviewed described cultural awareness as vital when 
providing treatment and care for their Aboriginal patients (3).   
 
Both participant groups felt that the current local cultural awareness training largely 
failed to improve the understanding of service providers or effect institutional change. 
Again, both groups of participants felt that there needed to be a better way to educate 
service providers about Aboriginality (2-4). Providing opportunities to bring patients and 
clinicians closer together in understanding and knowledge of each other was seen as 
the key. Most service providers recognised the ineffectiveness of the current model of 
training, perceiving that in some instances the one-day training widened the gap in 
understanding. This was exacerbated by no follow-up or sustained access to cultural 
education (3).   
 
Aboriginal participants recommended replacing the current model of one-day off-site 
training with training that involved renal patients and Elders, who could deliver a more 
‘informal’ style of cultural education within renal units. The ineffectiveness of 
contemporary cultural awareness and competency training for clinicians is confirmed in 
similar qualitative studies exploring the experience and perceptions of Aboriginal 
patients and/or their service providers in a variety of chronic disease settings (5, 8, 78) 
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It was suggested by study participants and the CRG that paid local Elders could have 
informal on-site ‘tea room’ yarns or chats with staff to build relationships and provide 
staff with opportunities to learn about Aboriginal culture in their own workplaces. 
Interaction with ‘well’ Elders in a hospital environment may be a highly effective tool for 
building positive relationships and developing two-way understanding between 
Aboriginal renal patients and their service providers. Although this study found minimal 
racism existing at the individual level, service providers within healthcare institutions 
lacked opportunities to learn about Aboriginal cultural and family obligations and norms. 
The lack of innovation or effective education appears to be evidence of institutional 
‘inertia’ that resists effective change that can counter residual institutional racism.  
6.4.6 Decolonising research 
Research institutions within universities remain challenged in supporting scholars to 
investigate and address issues such as racism and Indigenous people’s alienation from 
mainstream services. Traditional research methodologies do not acknowledge the 
divide between Western and Indigenous ways of knowing and creating new knowledge 
(87, 88).  Since the 1990s, Indigenous scholars in colonised First World nations such as 
Australia, Canada and the United States have worked to evolve Indigenous research 
methodologies, and there is now an international body of work addressing the issues 
and challenges for Indigenous researchers when working with their own people (89-91). 
The work of Australian Aboriginal scholars, Rigney (92), Martin (88),  Atkinson (93) and 
Sherwood (94), for example, has informed and developed Indigenous ways of working 
with Aboriginal people that acknowledge the history of colonisation. Their work places 
Aboriginal cultural principles and traditional beliefs such as the connectedness of life, 
relationships and family at the centre of any research project. 
 
The doctoral research of Juanita Sherwood, an Australian Aboriginal researcher and 
nurse, explored why research has failed to improve Aboriginal health (94). Her work 
describes the Aboriginal health research agenda as one which was created by the 
colonising Europeans and built on the ethos of the dominance and superiority of 
Western culture (94) (p.272-3).  She argues that informing improvements to Aboriginal 
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health via research requires approaches that are inclusive and respectful of Aboriginal 
ways of knowing, being and doing (94).   
 
For the Australian non-Aboriginal researcher, applying Indigenous research 
methodologies requires critical personal reflection and time to build trust and 
collaborative relationships with Aboriginal people, Elders and the communities with 
whom they are working (95, 96). Non-Aboriginal researchers have work to do in 
countering the damaging impact of past research practice. Western researchers with 
little or no connection or relationship with Aboriginal participants performed research 
‘on’ and not ‘with’ Aboriginal communities within inequitable power structures that can 
be traced directly back to unethical Eurocentric practices introduced from colonisation 
onwards (97, 98).   
 
Research institutions still lack the impetus to encourage the application of Indigenous 
methodologies to non-Indigenous researchers working with Indigenous populations (12, 
87, 94, 99). Prior to starting this research, I did not know of the existence of Indigenous 
methodologies, and when I did read about them believed that they were solely for the 
use of Indigenous scholars. I was, however, encouraged by an Indigenous supervisor, 
who convinced me I could use Indigenous ways to do this research and call myself an 
‘Indigenist researcher’ (95). Using Indigenous methodologies enables the non-
Indigenous researcher to gain true insight into the issues of importance to the people 
they are investigating. These methodologies need to be taught within mainstream 
educational institutions as a valuable addition to the toolkits available to contemporary 
qualitative researchers. 
6.4.7 Institutional reflexive practice 
The methodology for this study was heavily reliant on my own reflexive practice, as 
described in Chapter 2 (95). The ability to reflect on their own practice is now 
recognised as a vital skill for all clinicians in developing self-awareness and examining 
emotional responses in the clinical setting (100, 101). It is also an established technique 
used by social scientists (102) and has been relied on heavily in this thesis (Chapter 2.). 
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A key finding of this research is the need for health institutions to develop a 
similar process: an ‘organisational reflexive practice’. According to literature on 
organisational change, those working at the institutional level need to use both personal 
and group reflexive practice to examine not only individual pre-suppositions and 
actions, but also the culture and practices of their organisations and how these can be 
shifted to redesign hierarchical institutions into new ways of operating that are more 
relevant to the social conditions of the consumer groups to whom they deliver services 
(103, 104).   
 
The work of this thesis shows, just as individuals must use reflexive practice when 
working clinically or researching with Aboriginal people, institutions are required to 
reflect on their policies and behaviours that, through institutional inertia, allow residual 
racism to persist. Residual racism has evolved from and been shaped by previous 
administrations’ blatant disrespect of Aboriginal people and their culture.  Deep and 
sustained organisational reflection on the past injustices and overtly racist policies 
inflicted on Aboriginal people by mainstream institutions appears necessary to allow 
individual goodwill to surmount this inertia and result in improvement.   
 
Achieving this will demand ‘real flexibility’ and responsiveness by institutions as they 
reflect on the delivery of services and the education of their staff. In an attempt to 
articulate how health and research institutions must examine current shortfalls in 
meeting the cultural and health needs of individuals and minority groups, I have 
‘created’ a word that encapsulates what this requires of institutions. 
 
Reflexibility:  The ability of institutions to reflect on and acknowledge the negative 
impacts of their institutional behaviours, policies and practices on individuals and/or 
minority groups and provide flexibility within services to address the diverse social and 
cultural imperatives of these groups.  
 
Aboriginal people accessing healthcare through mainstream health organisations do 
this within a context of ‘residual’ institutional racism that remains deeply embedded in 
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the fabric of institutions that assume the superiority of Western assumptions, and 
reflects a history of overt racism from the recent past. Ameliorating this requires making 
changes within hospitals and health services that acknowledge and reflect the cultural 
and family obligations of Aboriginal people. 
6.4.8 Avoiding the ‘costly’ crisis 
The findings of this project contrast with previous studies informed by Aboriginal 
patients and their service providers (105, 106). Significant congruence exists in this 
study between patients and their renal service providers on how to improve services for 
rural-dwelling Aboriginal renal patients (4). The provision of better prevention and 
screening strategies and more flexible, family-focussed services that include additional 
support for patients to dialyse at home encapsulates what both groups think would 
improve services. Both groups concurred on the need for universal screening for CKD 
for all Aboriginal people through enhanced collaboration between AMSs and 
mainstream renal services, as this is acceptable to clients and fulfils a high-priority 
primary healthcare strategy (14, 107). 
 
Addressing current shortfalls in culturally acceptable care for Aboriginal renal patients 
within hospitals for those unable to dialyse at home is not only crucial to patients’ well-
being and ability to respond to treatment demands, but would begin to address financial 
costs of care (4).   
 
The term, ‘costly crisis’, used in the analysis of this combined data set encompasses 
implications which extend far beyond the merely fiscal. The costs to individual 
Aboriginal renal patients, their families and communities have been described in 
Chapters 3, 4 and 5. They include but are not restricted to: 
  
1. Dislocation and separation from family and the associated physical and 
emotional costs  
2. Physical disability and suffering caused by CKD and ESKD that result in a 
significantly reduced quality of life and shorter lifespan  
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3. The burden of care on young Aboriginal people supporting their parents and 
family members. While still in their teens or early twenties, they must juggle 
caring for their own children with caring duties for their parents 
4. Emotional and spiritual cost to individuals and families forced to spend a large 
proportion of their lives within mainstream health services that still fail to 
understand or counter their fear and avoidance of a system that treated either 
them or their parents in a discriminatory and racist manner 
 
Aboriginal people are known to reach ESKD up to twenty years earlier than non-
Aboriginal people with CKD (108). This is reflected in the targeted age range for 
eligibility for government-subsidised preventive health assessments for older 
Australians. Non-Indigenous Australians become eligible at 75 years, while Indigenous 
Australians are eligible at 55 years (11) p.11.19. The earlier age that Aboriginal people 
face life-threatening illness reflects the overall difference in life expectancy between 
Aboriginal and non-Aboriginal Australians (11).  
 
The long-term unsustainable costs associated with CKD are evident in the fact that 44% 
of  hospitalisations for Aboriginal people from 2008 to 2010 were for people with ESKD 
(11). Any changes to renal services for Aboriginal people that can reduce the number 
and length of hospitalisations will obviously result in reductions of costs to the health 
system. The findings of this study have potential to assist in reducing financial 
expenditure but also in reducing costs to family functioning and the loss of individuals 
and their loved ones from communities when patients are forced to relocate for 
treatment.   
 
Early screening (107) can potentially prevent the late or crisis introduction to HD 
experienced by many of the patients in this study and the high costs to the health 
system associated with late diagnosis and commencement of treatment (16, 22).  This 
study does not include health economic analysis of potential savings to health services 
from screening, prevention, and increased home HD services for Aboriginal people in 
rural and regional settings. It is evident, however, that this work is clearly urgent. 
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6.5 Conclusion 
The aim of this thesis was to inform pragmatic and affordable strategies for improving 
renal service delivery to rural-dwelling Aboriginal people with chronic kidney disease. 
While the original focus was delivery of HD services to rural Aboriginal people with 
ESKD, informants from both the patient and service provider perspectives have 
stressed the importance of earlier screening and finding ways to engage individuals, 
families and communities in prevention and in slowing disease progression once CKD 
is diagnosed. Therefore, the conclusions and recommendations presented here extend 
beyond the original aims and objectives of this project, which were focussed on service 
delivery to Aboriginal people who had already reached ESKD requiring HD.  
 
Data for this study did inform and answer the research questions I formulated, with both 
groups confirming that current services for Aboriginal patients on HD are not designed 
to take account of their family and cultural obligations. Participants described their fears 
for younger generations of Aboriginal people at risk of renal disease, suggesting 
strategies across the lifespan aimed at reducing the incidence and impact of renal 
disease in rural Aboriginal communities. Both groups also confirmed the impact of past 
negative experiences within health services that are still causing avoidance by 
Aboriginal people of mainstream health institutions. 
 
Whether cultural differences are viewed in a positive and productive way as strengths 
that can enhance treatment outcomes if embraced, or as problematic due to Aboriginal 
patients being ‘non-compliant’ with treatment, addressing those differences is the 
responsibility of healthcare institutions, not the consumer (31, 33, 57).   
 
In this thesis I contend that health services, research institutions and the organisations 
delivering pre-service and continuing education need to recognise that improving 
healthcare for Aboriginal people is about creating real and tangible two-way 
understanding and relationship building between clinicians and Aboriginal people under 
their care. Until this happens there can be little progress or improvement. By two-way 
understanding, I am referring to the building of renal clinicians’ knowledge about 
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Aboriginal people, their history and culture, and augmenting Aboriginal renal patients’ 
knowledge and understanding of their disease and renal replacement therapies. 
Ultimately, this will not be possible until the institutions responsible shift their 
organisational culture and practice the ‘reflexibility’ necessary to address inertia and 
accelerate improvement.  
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EPILOGUE 
 
The findings of this study resonated with the methodology and the methods 
underpinning this project. Developing relationship is at the heart of what can make a 
difference in creating better two-way understanding between Aboriginal renal patients 
and their clinicians. Until nursing and medical staff understand and embrace the 
relational accountability that is necessary to build rapport with Aboriginal people and 
begin to address Aboriginal people’s negative perceptions and experiences when 
accessing mainstream health services, there can be little change or improvement in 
renal services.   
 
The multiple roles reported in the methods chapter/paper that I brought to this project 
had the potential to be damaging and make this a less than rigorous study, in that my 
own preconceptions and assumptions could have muddied and tainted the analysis and 
results. However, by using an Indigenist approach and incorporating the basic 
principles of community-based participatory research, I discovered that the three lenses 
through which I viewed this work (i.e. as a clinician, a researcher and the partner of a 
man with progressing chronic kidney disease (CKD) became strengths. Instead of trying 
to separate those roles, I learned that they were part of what helped me to build rapport 
and relationships. They provided me a depth of understanding of and connection to the 
topic that almost certainly would have been impossible were I solely a researcher.   
  
Being the partner of a  man with CKD facing a future on dialysis, as well as having 
clinical experience at the ‘coalface’ in renal units, where I saw for myself the disconnect 
and misunderstanding between Aboriginal HD patients and their clinicians, gave me a 
connection with and insight into patients’ lives. I have witnessed the fear of and lack of 
engagement with renal services that were described by both groups in interviews. I 
have seen the terror experienced by most Aboriginal people commencing 
haemodialysis (HD), often unplanned and in a crisis situation. I was also able to build 
rapport and relationship with patients’ families, having myself been devastated when my 
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own partner was diagnosed with CKD. I am not denying the potential for power 
imbalances between myself and the Aboriginal patients, with my white privilege and the 
benefit of expert knowledge and education influencing the situation. However, by using 
reflexive practice and journaling to examine and ‘unpack’ these issues, my own 
understanding of how people are disadvantaged by their culture and their colour 
increased significantly more than if I had been reliant on reading and academic 
processes alone.   
  
Through the knowledge that I have gained from all who have participated in this study, 
as well as from my supervisors and our community reference group (CRG), I now 
realise that cultural awareness and understanding can be built through developing open 
and positive relationships between clinicians and Aboriginal patients. The potential for 
re-empowerment of Aboriginal HD patients through two-way learning and the inclusion 
of their insights into future care of themselves and education for their people cannot be 
over-estimated. Listening and empathy can demolish cultural boundaries. When caring 
for a person who is sick, injured, in pain or with significant chronic disease, a degree of 
empathy is required for that person to feel heard. Listening is a passive skill. Hearing 
the patients voice their fears and concerns, and responding with empathy and 
compassion, are crucial to providing care to any patients. 
 
Earlier morbidity and mortality: ‘too many funerals for us mob’  
One of the sub-themes in Chapter 4, which reported the patients’ stories, was ‘Too 
many funerals for us mob’, where participants described the high burden of sickness, 
grief and loss within their families and communities (1). There was significant sadness 
and despair reported at the seemingly relentless loss of their people 20–30 years 
before non-Aboriginal people. Since collecting their stories, four of the original18 
Aboriginal participants have passed away.  
 
While I was preparing this thesis for submission, the sudden death of an Elder and 
participant who had been a core member of the CRG was a devastating loss to all who 
knew her. This woman played a major role in the project by providing strong cultural 
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guidance and enabling collaboration with the local Aboriginal people. This was integral 
to gaining access to her people’s stories. She had taken time and care to ‘talk me up’, 
as she called it, to her family, friends and other Aboriginal people on HD, helping to 
recruit many of the Aboriginal HD patients in the region where the study took place.  
Her commitment to campaigning in the media for more culturally appropriate services 
for her people helped to raise awareness of the high numbers of her people with CKD 
and their struggle to negotiate the health system.   
 
Another sub-theme, ‘Hard on the jarjums [kids]’ described the concerns of middle-aged 
HD patients (from approximately 35 to 50 years) for their children who were either 
teenagers or in their early twenties (1, 2). They saw their renal failure and treatment as 
placing an unreasonable burden of care on their children, many of whom were juggling 
young children of their own or trying to find their way in either seeking further education 
or retaining or finding employment. One woman in her mid-fifties has been forced to live 
in an aged care facility, sharing a room with three non-Aboriginal women in their 80s 
and 90s. This is unfortunately a common occurrence for Aboriginal people. In this 
region there is no Aboriginal-specific aged care facility or services. This woman is the 
only Aboriginal person in that nursing home, with her only regular outing going to the 
dialysis unit three times per week for HD. We have developed a close relationship, and 
she confided to me that when she made a friend or became close to someone in the 
nursing home, they died. So she has decided not to develop close relationships. Being 
a loving and gentle person, this causes her great pain, isolation and loneliness. 
 
I have felt very privileged in my choice of supervisory team members. Shawn Wilson, a 
Cree Indian man and scholar who has provided cultural and academic guidance with 
this research, believes that ‘If your research doesn’t change you, then you haven’t done 
it right’. I remember reading this in his book, Research is Ceremony, (3) before my own 
research journey commenced. At this final stage of writing this thesis, I can now reflect 
on my own journey and realise that I must have done some of this research right 
because I certainly feel a very changed person now, in both my personal and 
professional worlds. 
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I now feel increased gratitude for the knowledge I have gained in my 57 years and am 
proud to have this opportunity to challenge the status quo and the ideologies and 
practices of mainstream institutions. I have gained the confidence to speak up when I 
can see injustices and acts of racism. I feel that I now have a deeper and truer 
understanding of the lives of Aboriginal people suffering the epidemic of chronic 
disease that has afflicted a large proportion of their population. This has helped me to 
increase my own level of happiness. I do not mean this in a paternalistic or smug way; I 
now truly realise how privileged I am, and my sense of gratitude for that privilege has 
blossomed during this work.   
 
Developing relationships with the family members of participants has been a true 
blessing for both my partner and me. He, too, has learnt so much from Aboriginal 
people and has developed several close relationships. He has attended funerals and 
was also devastated at the loss of our dear friend, Patsy, to whom we were both close. 
He has witnessed Aboriginal people’s resilience in the face of severe disadvantage and 
disability and has been inspired by their humour and ability to see the bright side even 
in the worst of circumstances. He has moved on from his previously damaging denial of 
his own kidney disease, to feeling lucky to have his own personal renal nurse, and now 
feels part of a community of people suffering the same illness. He is motivated to stay 
as healthy as possible and, as proactively as he can, to do all in his power to hold off 
the day he will need dialysis. This has indeed improved and deepened our relationship, 
and we are closer and happier now than we have been in 22 years together. 
 
Despite cultural awareness training being deemed ‘mandatory’ for all health staff  
working in New South Wales who provide care and treatment for Aboriginal people (4), 
most renal service providers in this study have not been provided access to this. In my 
role as a renal nurse in the system, I was only given access to the one-day ‘Respecting 
the difference’ Aboriginal cultural awareness course (4) in 2013, seven years after 
commencing work in a tertiary renal unit where almost 20% of patients were Aboriginal. 
A senior health services manager participating in the provider interviews reported a lack 
of resources to replace clinical staff to enable them to attend the full-day training. This 
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particularly applies to renal staff, who cannot be replaced by health care professionals 
not trained as renal specialists. 
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GLOSSARY 
Aboriginal 
The word, ‘Aboriginal’, is used for the Indigenous people of Australia in this thesis, and 
is inclusive of Aboriginal and Torres Strait Islander Peoples (1). 
Aboriginal people 
Aboriginal people are the First Nation people of Australia, and is the term used in this 
thesis when referring to both the rural-dwelling participants in this study and Australian 
Aboriginal people in general. 
Aboriginal and Torres Strait Islander  
‘Aboriginal’ and ‘Aboriginal and Torres Strait Islander’ are terms that are used to refer to 
the Indigenous status of the first people of Australia. However, in this thesis the term, 
‘Aboriginal’, will be used because there were no Torres Strait Islander people included 
in this study. 
Aboriginal Controlled Medical Services/Aboriginal Medical Services 
The first Aboriginal Controlled Medical Service (ACCHS) was established by the local 
Aboriginal community in Redfern in July 1971. It was established principally to address 
the discrimination experienced by Aboriginal people in mainstream services, the ill 
health and premature deaths of Aboriginal people, and the need for culturally 
appropriate and accessible health services. Since then, the number of ACCHSs has 
expanded in order to address Aboriginal health needs throughout the country (2). 
 
The National Aboriginal Community Controlled Health Organisation asserts that all 
Aboriginal Community Controlled Health Services should be funded and supported to 
provide integrated comprehensive primary health care. Aboriginal communities operate 
over 150 ACCHSs and Aboriginal Medical Services (AMSs) across Australia. They 
range from large multi-functional services employing several medical practitioners and 
providing a wide range of services, to small services without medical practitioners, 
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which rely on Aboriginal health workers and/or nurses to provide the bulk of primary 
care services, often with a preventive, health education focus. The services form a 
network, but each is autonomous and independent both from one another and from 
government. The integrated primary health care model adopted by ACCHs/AMSs is in 
keeping with the philosophy of Aboriginal community control and the holistic view of 
health (1). 
Caring for Australasians with Renal Impairment (CARI) 
CARI is the peak body guiding evidence-based practice for delivery of consistently 
appropriate and high-quality medical practice to people with renal disease (3). 
Chronic kidney disease 
Chronic kidney disease includes all kidney conditions where a person has evidence of 
kidney damage and/or reduced kidney function, lasting at least 3 months, regardless of 
the specific diagnosis of disease or condition causing the disease (4).  
Co-generation of knowledge 
This term was used by Juanita Sherwood to explain how to work with people, Elders 
and literature to develop and grow knowledge. It is not an individual act; it is a collective 
and collaborative process (5). 
Culture 
Culture describes a particular way of life of a group of people, as they are living today. It 
is a group’s own particular pattern or template for living. It includes what they think – 
their beliefs, values, philosophies; what they say – their stories, myths, languages, 
symbols and traditions; what they do – their lifestyles, customs and behaviours; what 
they believe – their ambitions, traditions and expectations; and what they make – their 
buildings, technology and food (6). 
Cultural awareness 
Cultural awareness is the ‘sensitivity to the similarities and differences that exist 
between two different cultures, and the use of [this] sensitivity in effective 
communication with members of another cultural group’. Being culturally aware implies 
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that individuals develop a generalised awareness of the diversity of cultural values and 
beliefs, but it does not imply that the organisation and system in which the individual 
works has an awareness of cultural diversity. Nor does it imply that ‘awareness’ of 
cultural differences translates to culturally appropriate practice (7). 
Cultural competency 
Cultural competency is a set of congruent behaviours, attitudes and policies that come 
together in a system, agency or among professionals and enable that system, agency 
or those professions to work effectively in cross-cultural situations. Cultural competence 
is much more than awareness of cultural differences, as it focusses on the capacity of 
the health system to improve health and well-being by integrating culture into the 
delivery of health services. To become more culturally competent, a system needs to:  
 value diversity 
 have the capacity for cultural self-assessment 
 be conscious of the dynamics that occur when cultures interact 
 institutionalise cultural knowledge 
 adapt service delivery so that it reflects an understanding of the diversity 
between and within cultures (7) (p.70). 
Cultural security 
Cultural security is defined as a commitment to the principle that the construct and 
provision of services offered by the health system will not compromise the legitimate 
cultural rights, values and expectations of Indigenous people. Cultural security is a 
system-wide approach (policy and practice) that focusses on applying all aspects of 
appropriate cultural interaction across the care continuum. ‘It directly links 
understandings and actions’ (8). 
Cultural safety 
Cultural safety is the effective nursing practice of a person or family from another 
culture, and is determined by that person or family. Culture includes but is not restricted 
to age or generation; gender; sexual orientation; occupation and socio-economic status; 
ethnic origin or migrant experience; religious or spiritual belief; and disability. The nurse 
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delivering the nursing service will have undertaken a process of reflection on his or her 
cultural identity and will recognise the impact that his or her personal culture has on his 
or her professional practice. Unsafe cultural practice comprises any action which 
diminishes, demeans or disempowers the cultural identity and well-being of an 
individual (9) (p.7). 
Decolonisation 
Decolonisation is the process by which a country that was previously a colony 
(controlled by another country) becomes politically independent. However, according to 
Sherwood: ‘On a cultural level in Australia it necessitates a contextualised discourse for 
re-claiming knowledges informed through a balance of truths and histories. Reflecting 
upon the cause and effect of past action and its policies’ (10). 
Elders 
Aboriginal Elders are older people who have the most knowledge and wisdom within 
their communities. This knowledge is developed through both lived and learnt 
experiences, and they are the custodians of knowledge, cultural praxis and protocols. 
They have the responsibility of nurturing and growing younger Aboriginal people in their 
law, education, language, culture, ceremony and philosophy. This is to live as respectful 
beings accepting of their responsibilities to the physical and spiritual ecosystem (5). 
End-stage kidney disease  
End-stage kidney disease (ESKD) is the most severe form of chronic kidney disease, 
also known as Stage 5 chronic kidney disease (CKD) or kidney failure. People with 
ESKD generally experience a range of symptoms and abnormalities in several organ 
systems due to severe loss of kidney function. Renal replacement therapy (RRT) in the 
form of dialysis, or a kidney transplant, is required for survival when kidney function is 
no longer sufficient to sustain life (11).  
Indigenist 
A term created by Aboriginal academic, Lester Rigney, to describe research by (or for) 
Indigenous Australians whose primary informants are Indigenous Australians and 
whose goals are to serve and inform the Indigenous struggle for self-determination (12). 
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Indigenous 
Indigenous, as used in this thesis, is a term that is inclusive of all Indigenous people 
globally.   
Indigenous people 
 It is estimated that there are more than 370 million Indigenous people spread across 
70 countries worldwide. 
Understanding the term, ‘Indigenous’ 
Considering the diversity of indigenous people, an official definition of ‘Indigenous’ has 
not been adopted by any United Nations (UN) body. Instead, the UN system has 
developed a modern understanding of this term based on the following: 
 Self-identification as Indigenous at the individual level and acceptance by the 
community as a member 
 Historical continuity with pre-colonial and/or pre-settler societies 
 Strong link to territories and surrounding natural resources 
 Distinct social, economic or political systems 
 Distinct language, culture and beliefs 
 Formation of non-dominant groups in society 
 Resolve to maintain and reproduce ancestral environments and systems as 
distinctive peoples and communities. 
A question of identity 
 According to the UN, the most fruitful approach is to identify, rather than define 
Indigenous people. This is based on the fundamental criterion of self-
identification as underlined in a number of human rights documents (13). 
Institutionalised racism 
Institutionalised racism refers to the ways in which racist beliefs or values have been 
built into the operations of social institutions in such a way as to discriminate against, 
control and oppress various minority groups (14). It also includes societal systems or 
patterns that have the net effect of imposing oppressive or otherwise negative 
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conditions against identifiable groups based on race or ethnicity (15). It may be covert 
or overt and resides in the policies, procedures, operations and culture of public or 
private institutions. It reinforces individual prejudices and is reinforced by individuals in 
turn. 
Other 
The ‘Other’ is a term that has been used to explore the displaced and minoritised 
population that has been colonised (5) (p. 18). 
Racism 
Racism is: ‘An organised system based on an ideology of inferiority that labels some 
ethnic/ racial groups as inferior to others and differentially allocates desirable societal 
resources to the superior racial/ ethnic groups’ (16). Racism is expressed through 
stereotypes (beliefs), prejudice (emotions) and discrimination (behaviours and 
practices) (17). Racism can be both direct and indirect, and can occur at both 
interpersonal levels (in interactions between individuals) and at an institutional or 
systematic level (through institutionalised policies and practices which systematically 
discriminate against certain groups on the basis of their race). It has also been noted 
that racism can be ‘internalised’, whereby members of oppressed groups accept beliefs 
and attitudes about the inferiority of their own ethnic group (17). 
Reciprocity 
Reciprocity refers to mutual respect and valuing the benefits of diversity, dialogue and 
shared learning (18).  
Stereotyping 
Stereotyping refers to a generalised set of traits and characteristics attributed to a 
specific ethnic, national, cultural or racial group, which gives rise to unwarranted  
expectations that all members of the group will conform to these traits (19). 
Western 
In this thesis the term, ‘Western’, is very broadly used to refer to social norms, values, 
beliefs and political systems based on European culture. The term has come to apply to 
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countries whose history is strongly marked by European immigration, colonisation and 
influence, such as the countries of the Americas and Australia, and is not restricted to 
the continent of Europe. 
White privilege 
White privilege is a right, advantage or immunity granted to or enjoyed by white persons 
beyond the common advantage of all others, and is an exemption in many cases from 
certain burdens or liabilities. It is also a special advantage or benefit of white persons, 
with reference to matters such as divine dispensations, natural advantages, gifts of 
fortune, genetic endowments and social relations. The term denotes a  privileged 
position and the possession of an advantage white persons enjoy over non-white 
persons (20). 
 
Yarning 
Yarning is a word used across Australia by some Aboriginal people and means simply 
‘Let’s have a chat’. It may be an informal chat with a family member or friend, or it may 
be a more formal conversation with a stranger or service provider (21). 
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Appendix 1:    Letter of support from Casino Aboriginal Medical Service 
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Appendix 2:     Letter of support from Ballina Aboriginal Medical Service 
 
PDF compression, OCR, web optimization using a watermarked evaluation copy of CVISION PDFCompressor
  
218 
 
 
 
PDF compression, OCR, web optimization using a watermarked evaluation copy of CVISION PDFCompressor
  
219 
 
 
Appendix 3:    Letter of support from Grafton Aboriginal Medical Service
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Appendix 4:    North Coast Area Health Service ethics approval 
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Appendix 5:    The University of Sydney ethics approval 
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Appendix 6:    Aboriginal Health & Medical Council of NSW 
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Appendix 7:    North Coast Area Health Service Amendment approval 
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Appendix 8:    Community Reference Group Terms of Reference 
 
Terms of Reference for Community Reference Group 
Research Project:  The experiences and perceptions of Aboriginal people 
on haemodialysis in Regional NSW 
Researcher: Liz Rix, Renal nurse & PhD student 
Aims of the study:  To gather, prepare and tell the stories of what life is like for 
Aboriginal people who are on dialysis and to find out if they have any problems 
when communicating with renal nurses and doctors about their disease and 
treatment.  
The research process:  Doing research requires a process with some ethical 
and academic rules and regulations which must be strictly adhered to in order 
for the findings to be accepted and result in improvements and change of policy 
and practice.  There are certain ‘givens’ that are not negotiable. There are 
however appropriate ways to engage with communities involved in any research 
project which vary according to the cultures and traditional beliefs of each group 
of people. 
Why you are a member:  The primary role of this group is to keep the research 
project “on track”.  In the past there has been much research done by non-
Aboriginal people ‘on’ Aboriginal people, but not ‘with’ them.  This has resulted 
in researchers having a bad name with Aboriginal people, with little happening to 
provide improvements and benefits for people and their communities.  It is now 
considered right and ethical that all research involving Aboriginal people be 
done in consultation with them, keeping the community that is part of the study 
informed about what is happening, who is involved and reporting on all results 
and publications. That is the reason Liz Rix, the researcher has asked you to be 
part of this group, as well as helping to guide her at each stage of the project. 
The role of this group: 
PDF compression, OCR, web optimization using a watermarked evaluation copy of CVISION PDFCompressor
  
228 
 
 
Provide guidance for Liz, as a non-Aboriginal researcher in cultural matters 
relating to: 
7. Recruitment of participants to tell their stories and any problems that may 
arise. 
8. Understanding the stories. 
9. Interpreting communication problems between Aboriginal patients and 
staff. 
10. Content of report, presentations and papers written about the study. 
The standard meeting AGENDA  
1. Welcome and apologies 
2. Recap on the last meeting (Liz will provide minutes) 
3. Update on the study 
4. Questions 
5. General Yarn 
6. Closing 
Meetings held at Casino AMS.  Liz provides lunch, with meeting from 12 noon 
until around 1.30pm  
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       Appendix 9:     Aboriginal haemodialysis patients’ invitation flyer 
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Appendix 10:    Aboriginal haemodialysis patients’ patient information sheet 
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Appendix 11:    Aboriginal haemodialysis patients’ participant consent form 
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Appendix 12:    Service provider letter of invitation to participate 
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Appendix 13:    Service provider participant information sheet 
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Appendix 14:    Service provider consent form 
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Appendix 15:    Author statements – Publication 1 
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Appendix 16:    Publication 1 – journal version 
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Appendix 17:   Author statements – Publication 2 (In press) 
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Appendix 18:   Author statements – Publication 3 
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Appendix 19:    Publication 3 – journal version  
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Appendix 20:    Case studies guiding service provider interviews 
Case Study 1 
An Aboriginal man on haemodialysis in his mid-thirties lives in a remote location 
with his family. He had tried living in town but found the Housing Department 
house he was allocated was in an area where there was significant conflict, and 
the issues of the other residents impacted negatively on his family. He moved 
home to his community to be with his family support network. He has to travel 
170 km return to access his dialysis. Even though he cannulates himself and is 
self-caring within a renal unit, his wife is not confident to support him at home 
with dialysis. His children are too young to take on this responsibility. This man 
fears he is too far from help to have home dialysis and has reported that the 
ambulance takes too long to get to his community were he to have a problem. 
He is now faced with having to move back to town as the travel has become 
unaffordable and unsustainable. 
   
Case Study 2 
A 54-year-old Aboriginal woman is on haemodialysis and has significant 
problems with vascular surgery and access. Surgery leaves her with permanent 
nerve damage to one leg, resulting in high levels of pain requiring analgesia. 
She now has permanent loss of mobility and independence and has lost her 
driver’s licence. This loss of independence is devastating for her, and she is 
reliant on young family members and high doses of analgesia to function. There 
are significant transport issues for accessing dialysis at an in-centre renal unit.  
She reports ongoing problems at this unit with staff having what she considers 
limited cultural awareness. She says that ‘Staff only tell me what to do’ and feels 
they do not provide education or discuss her treatment with her. She also feels 
that staff avoid engaging with her and sees them spending time with other 
patients whilst not having conversations with her.  
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Case Study 3 
A 60-year-old Aboriginal man is having haemodialysis at home, after travelling 
three hours a day for three years to do in-centre dialysis. His niece is his carer, 
having been trained at the home training unit with him. This man, however, 
prioritises family commitments such as funerals and supporting others in need 
before his dialysis, resulting in irregular treatments. Despite this, he won’t allow 
his niece to remove sufficient fluid during dialysis, and is regularly fluid-
overloaded. This triggers a series of acute hospital admissions, and the patient 
finds himself once again forced to travel to have his weight stabilised. This 
becomes a pattern, with his niece unable to provide sufficient dialysis time and 
fluid removal to keep him out of hospital and in-centre dialysis. 
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Appendix 21:    Author statements – Publication 4  
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Appendix 22:    Publication 4. Journal version 
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Appendix 23:    ‘Change the System’ video clip 
 
Below is a link to a YouTube video made by the University of Sydney’s School of 
Public Health in 2013 promoting their researchers. This short film clip contains 
excerpts from interviews with myself and several of the Elders who helped guide 
the study via the Community Reference Group. This video was taken off the 
Internet when Patsy Nagus passed away, as a sign of respect. However, her 
family requested that it be re-instated after her funeral. In recognition of Patsy’s 
passion for this work, and to see it result in real and positive changes for her 
people with kidney disease, her family felt that she would wish it to be remain on 
the internet and accessible to all. The reinstated version shows the standard 
warning that it contains images of deceased persons. 
https://www.youtube.com/watch?v=4otrk7ZBIAc  
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Appendix 24:    ‘Keen for yarn with dialysis patients’ – Northern Star 
newspaper excerpt 
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          Appendix 25: ‘Dialysis Help the Goal’ – Koori Mail newspaper excerpt 
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Appendix 26:   Report on Renal Community Reference Group – University 
Centre for Rural Health newsletter 
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